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Dear readers, 
 
With the falling of the leaves and the winter approaching, we will provide you with an update of what 

Pain Alliance Europe and its members have been doing so far. Judging by the mate-

rial which has been provided by our members that was quite impressive.  

But not only have our members been active. The board has done also a lot of work 

despite the long holiday period since the last newsletter. 

There was the latest Brain Mind and Pain activity which needed preparation and 

participation. You find more about this on page 14 of this newsletter and on the 

website www.brainmindpain.eu.  Also, the preparation for the upcoming event on 

February 24, 2016 needs our attention.  

Members of the board participated in a meeting organised by EFNA and in a meeting organised by 

EULAR. Your president had a meeting to discuss the possibility of forming a patient liaison committee 

within EPF/EFIC.  

Board members were involved as members of sub-committees of the EMA to provide input on the 

development of training and visibility aspects of the EMA. This should come to a conclusion by the end 

of this year.  

Pain Alliance Europe was also involved in the EPF/EFIC congress both in the program and with a stand. 

You may read more about this in this newsletter or find it on our website www.pae-eu.eu  

During our board meeting, we discussed the further development of PAE and its strategic goals and 

agreed to become a member of the jury for: “The European award on collection of good practices on 

chronic pain” organised by Active Citizens Network. 

Further we discussed PAE’s involvement in upcoming events / activities and we set the date for the 

next General Assembly; this will be February 23 2016. Details will follow but you may mark your diary 

already. 

So you see that Pain Alliance Europe is a lively organisation with involvement of active members and a 

dedicated board. 

I hope you enjoy reading this newsletter and hope to see you at one or all of the upcoming events. 

 

Joop van Griensven 
President PAE 

the voice of people with chronic pain  

I N S I D E  T H I S  I S S U E :  

mailto:info@pae-eu.eu
www.pae-eu.eu
http://www.brainmindpain.eu
http://www.pae-eu.eu
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PAE in a nutshell 

Pain Alliance Europe currently has 30 members from 15 European countries, 

which makes it a true European Organisation. However, the goal is to grow 

more, as countries like Bulgaria, Croatia, Czech Republic, Estonia, Greece, 

Latvia, Lithuania, Luxembourg, Hungary, Malta, Portugal, Slovenia, Slovakia 

are not represented in our Alliance. 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 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 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  
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PAE NEWS: Galician Rheumatological League 
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  100 cities against pain 

 

PAE NEWS: Galician Rheumatological League 

 

"100 cities against pain" was com-
memorated on October 3rd in many 
cities of the world. 
 
Both Spanish Network of FM, CFS, 
MCS and Galician Rheumatological 
League (Spanish PAE members) or-
ganized together, with the collabo-
ration of ISAL FOUNDATION from 
Italy and NO PAIN Foundation from 
Malta, the 1st Solidarity Run “All 
strong Against Pain”. Of course, PAE 
was represented too, by Soledad 
García Penalta.  
 
This run and walk for people with 
mobility problems, took place in 
Santiago de Compostela – city in the 
north of Spain. 
 
The aim was to raise awareness and 

make visible all the people and groups that work together against physical and emotional pain. 
 
We had the honor of having the collaboration of health professionals, authorities from the 
Health Ministry as well as TV personalities and actors. 
 
Another activity where the Spanish Network of FM, CFS, MCS and Galician Rheumatological 
League (Spanish PAE members) worked together was the The run for Integration. 
 
The aims of this popular career held in September in La Coruña, is to promote the integration 
of the adapted categories in Sport. 
 
We developed and presented workshops: origami and the creation of collars from recycled 
clothes. 
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 Fibromyalgia Action UK 

PAE NEWS: FMA UK 

 

About FMA UK 

Fibromyalgia Action UK is a registered charity run primarily 

by unpaid volunteers. The majority of volunteers are also 

fibromyalgia sufferers who work extremely hard, despite 

their condition, in order to forward the cause of fibromyal-

gia.  FMA UK was established in order to provide infor-

mation and support to sufferers and their families. In addition, the charity provides medi-

cal information for professionals and operates a national helpline. 

We aim to encourage NHS and others to fund new research projects aimed at helping 

people with fibromyalgia. At present there is not enough research being carried out in the 

UK and sufferers are told there is no cure. We hope that this will soon be a statement of 

the past. 

FMA UK operates as a signpost to information and resources for people who are affected 

by fibromyalgia. From our initial beginnings we have seen the range of services and re-

sources increase. FMA UK receives no government funding. What we can offer is closely 

tied to the level of donations we receive. 

www.fmauk.org for more information about Fibromyalgia and FMA UK 

 

Fibromyalgia Action UK (FMA UK) has a pleasure to announce that Pam Stew-
art,  Trustee and a former long-standing Chair of the charity has received an 
international Distinguished Services Award from the Bone and Joint Decade, a 
Global Alliance for Musculoskeletal Health. This is an international Alliance of 
organisations working in the musculoskeletal conditions field.  

Pam received the Award ‘’for promotion of the goals of the Bone and Joint 
Decade and in recognition of distinguished professional excellence and service 
to colleagues and people affected by musculoskeletal disorders.’’ Everyone at 
FMA UK would like to congratulate Pam as she wholeheartedly deserves the 
award for her outstanding contribution, commitment and achievements in 
raising awareness about fibromyalgia nationally and internationally and for her 
advocacy work in this field. 

http://www.fmauk.org
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 Fibromyalgia Action UK 

PAE NEWS: FMA UK 

 

Pam has been working tirelessly in fibromyalgia field 
for over two decades, raising awareness and under-
taking advocacy in the UK and in Europe. Pam has 
been Chair of FMA UK for over 10 years. She stepped 
down as Chair in July 2015 and has remained an ac-
tive board member. Prior to her role as chair she was 

helping the previous chair Bob Stewart, her husband. The passing of her hus-
band, who suffered from fibromyalgia, was a catalyst for Pam to champion the 
cause nationally and internationally. 

Pam has also been a member of the board of European Network of Fibromyalgia 
Associations for many years, serving in a volunteer capacity first as a Secretary, 
then as Chair. She recently stepped down from the Chair role and remains an ac-
tive Board member.  

When Pam started over 20 years ago working as a volunteer in raising aware-
ness of fibromyalgia, there were not many people in the UK who worked in this 
field. Fibromyalgia was little known condition. Pam has helped to change the dy-
namic of how fibromyalgia has been perceived in the UK and in Europe. Pam has 
dedicated all those years to raise awareness of fibromyalgia in the UK and in Eu-
rope, and further afield. She has become a stalwart figure recognised interna-
tionally for giving persistent and continuous voice to those who were unheard – 
people affected by fibromyalgia.  

Pam has been working as a volunteer giving countless hours week after week, 
year after year to raise the profile of fibromyalgia and she has achieved it. She 
attended various UK, and international medical conferences, parliamentary 
meetings, events; she has met supporters, patients, their families and carers, lo-
cal decision makers and many others and has been constantly putting the same 
messages out there that fibromyalgia is very common, that patients and their 
families need appropriate diagnosis, treatment and care, that organisations and 
medical professionals need to work together, that politicians need to listen to 
the patients, that everyone involved need to keep raising those issues. When we 
look how fibromyalgia awareness is today, it is in a completely different level of 
awareness than it was; there are fibromyalgia support groups in all parts of the 
country, patients feel empowered, healthcare professionals are involved, the 
public and politicians are engaged.  
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 Fibromyalgia Action UK 

PAE NEWS: FMA UK 

 

There is still a lot of work to be done and FMA UK is 
committed to fighting the cause but it would be right 
to say that a lot of this has been achieved because of 
Pam’s dedication, persistence, preservation and en-
couragement; many of those things would have not 
happened if not Pam’s involvement. Pam has been a 

catalyst for positive changes in fibromyalgia awareness in the UK and across Eu-
rope and her work deserves recognition. She is an example of a heroic struggle 
to make the lives of millions of people suffering from fibromyalgia better, health-
ier and their voice to be heard by politicians, the medical sector and the society. 
We believe that others should hear about Pam’s work.  

The Board of FMA UK would like to add their thanks to Pam to honour her 
achievements and would like to reaffirm the will to continue Pam’s work to fight 
for better care and better lives of people living with fibromyalgia.  

Pam Stewart said: ‘’It is a great honour to be recognised as having an impact on the aware-
ness of Musculoskeletal Diseases and Fibromyalgia in particular.  With the help of so many 
people I have been able to represent FMA UK at national and international level and so 
raise the profile of fibromyalgia alongside other MSDs.  I could not do this without the sup-
port of the trustees and all the other volunteers who make FMA UK a successful organisa-
tion.  Some of you I know well but there are many I have not met or spoken to who give 
your support in so many ways to so many people who are in so much need.  So I take this 
opportunity to thank you all. 

The Bone and Joint Decade doesn’t sounds as if it should represent people with fibromyal-
gia but I am assured it does and they are considering a name change!  At their meetings it is 
inspiring to hear how other countries are coping with the difficulties long term illness brings 
and also how advanced we are in comparison.  One project was about bringing sitting toi-
lets to every community.  Can you imagine having to squat and get up again even on a good 
day! 
 
Of course the award does not mean we can be complacent; there is still a long way to go 
before we have the treatment for fibromyalgia that is needed.  I certainly will not be giving 
up and I know everyone involved with FMA UK is determined that things will get better for 
everyone with FM and therefore all those around them.” 
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 Austrian Pain Alliance awards best practice organisations 

PAE NEWS: EURAG Austria 

 

DOLORES prize as a motivation to others 

For the first time a patient organisation - the 
Alliance Chronic Pain Austria  - has organized 
an award to honour outstanding models  for  
interdisciplinary and multimodal initiatives for 
better treatment of chronic pain patients. The 
awards were presented to those teams of phy-
sicians, therapists and professionals in the 
health care system, who cooperate on a volun-
tary basis in order to achieve optimal pain care. 

During a press conference on 23 September 
2015 in the presence of two Presidents of the 

Austrian Medical Chamber and the President of the Main Association of Austrian Social Securi-
ty Institutions (Hauptverband der Österreichischen Sozialversicherungsträger) the “Golden 
Dolores” statue was presented to the best of the three projects deemed worthy of imitation, 
together with cheques totalling 6.000 Euro. 

With 19 projects submitted from across Austria the decision was not easy for the jury, which 
was composed of representatives of the Federal Health Ministry, the Austrian Chamber of 
Medicine, the Nurses Federation and pain organisations. 

Eventually the first prize was awarded to a pain clinic in the Province of Styria, working closely 
together with Styriamed – a network consisting of 40 general practitioners and specialist doc-
tors across the province. At present 221 chronic pain patients are treated there. 

The second prize went to a Rehab Center in Salzburg, which offers out-patient psychosocial 
rehabilitation, meaning that a multimodal pain therapy does not only deal with physical disa-
bilities but also with psychosocial problems. 

Finally the project “Pain-free Nursing home” submitted by the SeneCura was third. This organ-
isation offers care to those elderly patients who cannot speak up for themselves anymore. 
Currently 3.400 older persons in 52 SeneCura Homes across Austria benefit from  the expert 
care of 400 trained pain nurses. 

It is hoped that the idea catches on and more will follow the example set by the award win-
ners. With the support of sponsors from the pharmaceutical Industry we can expect a „Golden 
Dolores“ prize also in 2016. 
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  Report from debate in Parliament on fibromyalgia 

PAE NEWS: Fibromyalgia Action UK 

 

 

 

 

                                                                                      
Alok Sharma (MP for Reading West) introduced a debate in the UK Parliament on 1st July 

2015, initiated through contact with the Reading fibromyalgia support group.  

The debate was attended by George Freeman MP, a Junior Minister from the Department for Busi-

ness, Innovation and Skills.  Although the debate was sparsely attended, we were pleased that there 

were representative MPs from all four of the UK’s countries: England, Scotland, Wales and Northern 

Ireland. Two representatives from Fibromyalgia Action UK were in the public gallery and we know 

from social media activity that there was good interest from the fibro community across the country.  

Many people watched the debate on Parliament TV and it can be seen here:  http://sh.fmauk.org/

commonstv1 

Mr Sharma started by saying that he hoped this debate would raise the profile of fibromyalgia as this 

condition is not well-known to the public.  He explained the condition and its symptoms. He reported 

some experiences of patients from his constituency and called for greater knowledge of the condition 

amongst GPs and healthcare professionals. He has also asked for a strategy for integrated multidisci-

plinary treatments to be introduced and for “a network of clinics across the country”. 

Jim Shannon (MP for Strangford, Northern Ireland) also called for a greater awareness of the condition 

amongst GPs. 

David Jones (MP for Clywd West, Wales) noted that access to treatment was difficult especially as 

many of the treatment centres were based in England, so that for Welsh patients to attend was an 

extremely bureaucratic process. The care pathway is better developed in England than in Wales.  The 

minister present, Mr George Freeman stated that he will write to NHS Wales and ask it to consider 

adopting the care pathway that is being currently used in England.  

Mr Sharma concluded with a description of good practice and a good model of care of fibromyalgia 

patients in his constituency. He praised the multidisciplinary approach provided by Royal Barts Hospi-

tal and Berkshire Pain Clinic.  However, he also raised the difficulties and discrimination that  fibrom-

yalgia patients sometimes face at work.  He said that it is ‘’completely unacceptable’’.  
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PAE NEWS:  Fibromyalgia Association of Sweden  

Swedish Pain Forum 2015  

In October we attended the Swedish Pain Forum, Sweden's leading, annu-

al conference on pain, geared towards anyone working professionally 

within the field of pain management. We handed out information material on fibromyalgia, 

which was highly appreciated by the visitors at the congress. We had several good conversa-

tions with professionals in the field of pain management, so this was a very rewarding event 

for us when it comes to raising awareness of FM.   

 

“Better Care of Chronic Diseases 2015” 

The Swedish National Board of Health and Welfare has launched “Better Care of Chronic Dis-

eases 2015”, which involves giving out grants to projects that could improve the care and 

management of chronic pain patients. Our organization has been granted project money for a 

pamphlet – “Describe Your Pain”, which aims to contribute to this purpose. First of all the pa-

tient will fill in the pamphlet before his/hers visit to the doctor, so that the doctor will have a 

detailed description of the patient’s pain already for this first visit. This would make it easier 

for physicians, and also shorten the time it takes to get a referral, diagnosis, and treatment.  

Besides describing the pains that can affect a patient with fibromyalgia, the pamphlet also in-

cludes advice on taking one step at a time on the way to getting a better life with chronic pain. 

For this it is important to have with a multidisciplinary approach, not only regarding the pro-

fessionals involved (e.g. doctors, nurses, psychologists, physiotherapists), but also different 

areas of care, like sleep hygiene, diet hygiene (our own invention), and physical activity. It is 

also very important that the patient is involved in the process, and management of his/hers 

own disease, and that he/she is supplied with adequate tools, and the knowledge needed to 

be able to develop, and change life for the better, despite the presence of chronic pain. It’s 

like an individual “pain puzzle” where the patient needs to find the specific pieces of the puz-

zle that are right for him/her individually. 

This pamphlet will now be used during a trial period, which means that hospitals, care centers 

and clinics will be using it, and then getting back to us with feedback on whether the pam-

phlet has helped them, and facilitated their work, and the management of chronic pain pa-

tients.  
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PAE NEWS:  Fibromyalgia Association of Sweden  

Almedalen Week 2015 

For the second time our association participated in Almedalen 

week in the beginning of July. Almedalen week is an annual 

event that takes place in and around Almedalen, a park in the 

city of Visby on the Swedish island Gotland. 

This week is filled with speeches, seminars and other political 

activities, and it is considered to be the most important forum 

in Swedish politics, with representatives from all major political 

parties. We listened to several interesting seminars concerning 

different aspects of health care; we met and talked to politi-

cians about fibromyalgia and chronic pain – a great opportuni-

ty for networking, and for making our association more known 

to politicians. 

 

Second Fibromyalgia District 

We now have districts of local fibromyalgia associations. Three of our local associations have 

joined together and formed a second district that will collaborate in terms of activities. The 

district has its own board, and as an independent association it will also be able to apply for 

special regional funding, which will enable them to develop their activities even further.  

 

12th of May – Lecture on Fibromyalgia 

On the 12th of May (International Fibromyalgia Awareness Day), we arranged a lecture on fi-

bromyalgia in collaboration with Swedish Rheumatism Association. The lecture was held by 

Stefan Bergman, a renounced professor, researcher and fibromyalgia expert.  The lecture – 

“When the pain is the disease” – was filmed, and uploaded on our YouTube channel. 

 

Upcoming events 

The Annual General Meeting for Physicians 2015 

In December we will attend 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. 

 

http://en.wikipedia.org/wiki/Almedalen
http://en.wikipedia.org/wiki/Visby
http://en.wikipedia.org/wiki/Sweden
http://en.wikipedia.org/wiki/Gotland
http://en.wikipedia.org/wiki/Politics_of_Sweden
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PAE NEWS: Pain UK  

 

Almost 2 million Britons take painkillers just to get high  
 
There has been concern from the USA about people misusing opioid medica-
tions: either themselves or by selling on their prescriptions to others.   

  

In the UK, people are using less obvious drugs to get high.  News from the 
Crime Survey of England and Wales has identified 5.4% of adults aged between 
15 and 59 have misused a prescription painkiller prescribed for someone else. 
The prescription drugs questionnaire, the first of its kind, was conducted via 
computer at the request of a government department, the Home Office. 

A family doctor who writes in the media, Dr Mark Porter, commented on this 
news.  He said it was difficult to keep up with what some people use as 
they can have repeat prescriptions for painkillers on an “as required” basis. The 
painkillers this report identified as the ones most commonly misused to get 
high included codeine, Tramadol, buprenorphine, pregabalin and gabapentin.  
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A holistic approach on chronic pain management 

that involves all stakeholders —change is needed 

 

To read the entire article, please visit www.pae.com 

 

Chronic pain affects a large proportion of the population, imposing significant individual distress and a 

considerable burden on society, yet treatment is not always instituted and/or adequate. Comprehensive 

multidisciplinary management based on the biopsychosocial model of pain has been shown to be clinically 

effective and cost-efficient, but is not widely available. A literature review of stakeholder groups revealed 

many reasons for this, including: i) many patients believe healthcare professionals lack relevant knowledge, 

and consultations are rushed, ii) general practitioners consider that pain management has a low priority and 

is under-resourced, iii) pain specialists cite non-adherence to evidence-based treatment, sub-optimal 

prescribing, and chronic pain not being regarded as a disease in its own right, iv) nurses’, pharmacists’ 

and physiotherapists’ skills are not fully utilized, and v) psychological therapy is employed infrequently and 

often too late. 

Many of the issues relating to physicians could be addressed by improving medical training, both at 

undergraduate and postgraduate levels – for example, by making pain medicine a compulsory core 

subject of the undergraduate medical curriculum. This would improve physician/patient communication, 

increase the use of standardized pain assessment tools, and allow more patients to participate in treatment 

decisions. Patient care would also benefit from improved training for other multidisciplinary team members; 

for example, nurses could provide counseling and follow-up support, psychologists offer coping skills 

training, and physiotherapists have a greater role in rehabilitation. Equally important measures include 

the widespread adoption of a patient-centered approach, chronic pain being recognized as a disease in its 

own right, and the development of universal guidelines for managing chronic non-cancer pain. 

Perhaps the greatest barrier to improvement is lack of political will at both national and international level. 

Some powerful initiatives and collaborations are currently lobbying policy-making bodies to raise standards 

and reduce unnecessary pain – it is vital they continue. 

 



P A G E  1 4  

 14 October 2015, European Parliament, Brussels—full report 

The MEP Interest Group on Mind, Brain and Pain 

 

 

 

Tackling the Stigma of Brain, 
Mind and Pain Disorders 

 
Meeting of the Interest Group 

on Brain, Mind and Pain 
– In partnership with the Inter-

est Group on Mental Health, 
Wellbeing and Brain Disorders 

 
 
 

 

Ann Little (President, EFNA) opened the meeting welcoming participants and underlining 
that stigma is at the top of the list of important issues for all those affected by brain, pain 
and mental health disorders. Stigma stems from ignorance and fear and has pervasive conse-
quences in all areas of life. Stigma not only results in negative behaviour; it has many other 
consequences, for instance in the area of funding. Brain, pain and mental health conditions 
occur twice as much as cancer-related conditions, yet research on cancer and cancer organi-
sations receive twice as much funding. There is a need for more awareness of these condi-
tions, which will also help those affected to seek help earlier.  
 
Ann Little then gave the floor to Marian Harkin MEP, who paid respect to GAMIAN-Europe 
President Pedro Montellano, who sadly passed away on 2 October. A one minute silences 
was observed. 
 
Marian Harkin welcomed the two Interest Groups working together on this issue, and em-
phasized the grave influence of stigma persons affected by brain, pain and mental health 
conditions and their carers. There is a growing need for more awareness and clear infor-
mation. Listening to those who suffer stigma and how it impacts on their lives is crucial in 
this respect, and the meeting provided the opportunity to do just that. Nessa Childers MEP 
agreed, and stated that it is hugely important to get stakeholders and the general public in-
terested in these conditions, as more and better information will help reduce stigma. She 
considers it part of her duty as an MEP to host meetings of this kind.  
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 14 October 2015, European Parliament, Brussels—full report 

The MEP Interest Group on Mind, Brain and Pain 

 

 

Session 1: Our personal experience of stigma  
 
During this session, Liisa Mikonen (person affected by chronic pain), Andrea Bilbow OBE 
(parent of children affected by ADHD) and Emily Benson (daughter of dystonia patient) 
shared their personal experiences of stigma.  
Liisa Mikonen talked about the prejudice, disbelief and negative attitudes her condition 
triggers in society, working life and social and family life.  She also wondered why patients 
are viewed so differently from non-patients and why their opinions and knowledge often do 
not seem to count.  
Andrea Bilbow talked about society, the media and teachers blaming her (parents in gen-
eral) for the problems and condition of children affected by ADHD. She also underlined the 
stigma surrounding existing medication for ADHD and expressed the hope that ADHD would 
be recognized as a mainstream and treatable condition.  
Emily Benson told her story as a daughter of a cervical dystonia patient, which was diag-
nosed when Emily was seven. She has become a real expert on the disease and while her 
mother, Emily herself and her family have found a way to live with the impact of dystonia, 
stigma is a negative factor. Emily would wish for much greater awareness of the condition, 
which would help overcome stigma.  
 
Closing the session, Nessa Childers MEP underlined the importance of learning from these 
testimonials and the need for more awareness, education and training. 
 
Session 2 The evidence of stigma 
 
The first speaker in this session was neurologist Prof. Matilde Leonardi (Besta Neurological 
Institute) who informed the audience of the outcomes of a Patient Experience Survey car-
ried out by EFNA between November 2014 and February 2015. This was a cross-sectional 
study involving organisations involved with advocacy and support for patients with neurolog-
ical conditions in 27 European countries. The data analysis was carried out by Professor 
Leonardi and her team. 
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 14 October 2015, European Parliament, Brussels—full report 

The MEP Interest Group on Mind, Brain and Pain 

 

 

The survey consisted of a ques-
tionnaire created by EFNA, col-
lecting information on socio-
demographic variables, clinical 
variables, impact on various life 
domains, social support, psycho-
logical symptoms, somatic symp-
toms, and stigma. Almost 5.000 
patients replied. 
One of the main finding was that 
57% of the sample feels stigma-
tised at least occasionally. To 
evaluate the stigma in all its com-
ponents, 3 scales were devel-

oped, addressing workplace stigma, social stigma and overall well-being. In relation to work-
place, it was found that 11% of the total sample (457 persons) perceive a relevant workplace 
stigma. The findings showed that 16% of the total sample (712 persons) perceive a relevant 
social stigma. And in terms of overall well-being, 17% of the total sample (710 persons) per-
ceive an overall negative well-being. Another interesting finding was that persons who think 
that their condition should have been diagnosed earlier perceive a significant higher work-
place and social stigma and a worse overall well-being compared to persons who think that 
their condition was diagnosed on time. 
 
Matilde Leonardi further stated that according to the bio-psycho-social model disability is 
the result of an interaction of a health condition with the environment: any barrier in this 
environment increases disability. Stigma is such a barrier, as it increases disability of people 
with all psychiatric and brain disorders. This is a violation of human rights as well as a viola-
tion of dignity of the person; stigma stands in the way of equal opportunities. Delays in diag-
nosis or denying the patient the right to be prescribed the most efficacious drugs are exam-
ples of such ‘barrier’ behavior.  
Therefore, stigma should not only be investigated in surveys, but also considered when plan-
ning policies and interventions for people with neurological disorders. A “fit for purpose” da-
ta collection with validated instruments could allow a better tailoring of possible interven-
tions and services. Much remains to be done at different societal levels, to identify behav-
iors, laws, attitudes and practices that could be prevent stigma, but interventions ARE possi-
ble and are a political choice.  
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 14 October 2015, European Parliament, Brussels—full report 

The MEP Interest Group on Mind, Brain and Pain 

 

 

The second speaker, Paul Arteel 
(Executive Director, GAMIAN-
Europe) informed the audience 
of the patient’s perspective on 
stigma and exclusion, as meas-
ured by a number of patient sur-
veys carried out by his organisa-
tion. These assess the views of 
the “expert by experience” on 
specific themes (stigma, physical 
health, adherence to treatment, 
mental health and workplace). 
These are not intended as aca-
demic studies; rather, they serve 

to assess what lives amongst patients, to feed into advocacy activities, help inform policy 
makers and help clinicians to know the extent to which patients’ views can positively or ad-
versely influence therapeutic outcomes. 
The first GAMIAN-Europe survey (2006) addressed stigma and yielded 4500 responses from 
20 countries. A second, identical survey on stigma was carried out 5 years later, in order to 
see if there were (positive or negative) changes. The surveys were designed to measure the 
levels of internalised stigma, the degree of perceived discrimination and the levels of self-
esteem and empowerment).  
It was found that a positive evolution on self-stigma and empowerment had taken place. 
However, there was a small increase in the level of perceived hold negative attitudes by the 
general public. 
 
Stigma has been a major item in other GAMIAN-Europe surveys as well. For instance, the 
2011 survey on Physical aspects of Mental Health showed that 20% of the patients that ex-
perienced barriers to contact a doctor to treat physical problems indicated stigma and fear 
of disclosing their mental health problem to their GP as the reason. The 2013 survey on Men-
tal Health and Workplace (2013) revealed that 50% of the patients did not want to inform 
their employers on their mental health problems. In conclusion, Paul Arteel underlined that, 
for people confronted with mental illness stigma is not a theoretical concept; it affects daily 
life, physical health, treatment and social inclusion. He made a strong plea for access to and 
availability of psychotherapy, as human contact remains one of the most vital elements on 
the way to recovery. 
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The final speaker in the session was Joop van Griensven (President Pain Alliance Europe), 
who stated that stigma relates to a belief in false or inadequate information with a strong 
impact on the person and their families. The social impact is enormous Where does it come 
from? Who creates this? Is it the general public, regulators, health care professionals, pa-
tients?  
It is the right of a patient to avoid unnecessary pain. However, the experience of patients is 
often not believed – because of stigma. This needs to be changed. A recent survey, The PAIN 
Patients Pathways Project, amongst health professionals has found that 77 % of those ques-
tioned state that they believe their patients. This is interpreted as a good result; however, it 
still leaves 1 in 4 health professionals that does not believe patients. So 25 million pain-
patients in Europe have a doctor that does not believe them. The findings in governmental 
institutions are even more devastating.  
These issues should be addressed at a higher policy level. The differences between countries 
in terms of access to services and treatment and basic patients’ rights are enormous and 
these differences should be addressed by a higher authority.  
Stigma cannot be changed by pointing at others and expecting them to take action. It can 
only be solved if patients and other stakeholders work together. This is why a European 
awareness campaign will be developed by EFNA and the European Pain Alliance, in order to 
create an environment of trust between all stakeholders. This will help to achieve the basic 
right of each patient: the right to be believed. 
Nessa Childers MEP then gave the floor to Michael Hübel (European Commission, DG SANTE) 
who shared some reflections.   
Better jobs and improved growth are the key priority for the Commission. Economic, social 
and employment policies and healthy populations, enabling people to be part of society are 
all part of this priority. 
Three quarters of EU health care cost are related to chronic disease and the proportion of 
brain disorders and mental health conditions within this is huge. This does not only relate to 
the direct costs of the conditions, but also to indirect costs, due to (for instance) long term 
absence and early retirement. If awareness of these facts does not increase and if policy 
makers and service providers cannot be convinced that this is a serious issue, a situation 
where people will not reach their full potential will be continued.  
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Stigma is a very important aspect in this respect. It often relates 
or leads to outright discrimination. There are several tools, such 
as the Convention of the Rights of People with a Disability, to 
which the EU has signed up. The Commission’s Mental Health 
Pact, the Joint Action on Mental Health and the work carried 
out to address mental health in the work place are all useful 
actions taken by the EU level. 
How do people with mental disorders see themselves in this 
equation? While on the one hand side, we need the testimoni-
als and experience of people affected by mental health condi-
tions to raise awareness which could help combat stigma and 
address their needs appropriately, patients themselves are 
often reluctant or even fearful to reveal their situation. 
The workplace would seem to be an ideal setting to promoting 
mental health and well-being, because so much time is spent 

there. In terms of the organisation of health services, the general trend towards community 
care based services should be seen as an opportunity to bring mental and physical health 
services together. However, the philosophy upon which these services are based will deter-
mine how they deal with and combat stigma. 
Brain disorders can be prevented and we need more investment in policy and research. All 
these issues need to be looked at as the Joint Action on mental health is coming to a close. 
Michael Hübel concluded by underlining that if we want to truly tackle the issues around 
chronic disease, we will need to look at mental as well as at physical health. 
 
Marian Harkin MEP then gave the floor to Heather Clarke (EFNA), who briefly introduced the 
draft work plan for the Brain Mind and Pain Group in the area of stigma. The main activity 
will be the launch of a European awareness campaign addressing stigma, entitled ‘Under the 
umbrella’. This launch will take place during Brain Awareness Week and will take place in the 
European Parliament.  
Heather Clarke also announced a meeting of the Brain Mind and Pain Group taking place on 
February 24 addressing issues around the workplace. Another meeting scheduled for June on 
the topic of patient involvement in research. 
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Paul Arteel (GAMIAN-Europe) outlined the plans of the Interest Group on Mental health, 
Well-being and Brain Disorders, stating that the overall aim for the coming period is to en-
sure an appropriate and more comprehensive follow-up to the EU Joint Action on Mental 
health. GAMIAN-Europe will be working with the co-chairs to table amendments to this 
effect for all relevant policy reports going through the European Parliament. 
The next meeting will take place in December together with the Interest Group on Carers, 
which will address the needs of those caring for persons with mental health conditions. 
For next year, joint meeting with the European Brain Council and the Brain, Mind and Pain 
Group are foreseen.  
 
Discussion and Questions 
 
During the discussion the following issues were raised: 
 
 The way doctors communicate with patients’ needs to be addressed. Often this is done 

in a patronising manner, and this helps to perpetuate stigma. 
 Several organisations of specialists informed the audience that they are in the process 

of working with patient organisations in various ways, for instance by setting up a pa-
tient liaison committee and organising joint sessions at relevant meetings.  It is increas-
ingly felt that working together with (neurological) patients is the only way to ensure 
better quality of life and better health. 

 The right to work, as enshrined in various Charters, is not the same as having the op-
portunity to work. Stigma very often gets in the way. While the principle is positive, it is 
void of content. The EU should take concrete action to tackle this. Information and 
awareness needs to be improved and increases.  

 When developing the stigma campaign a number of different dimensions and variables 
need to be taken into account such as the audiences (different messages may be re-
quired for different stakeholder groups) and whether it will be implemented top down 
or bottom up.   
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 It is not only those affected by brain, pain and mental health conditions that suffer stig-
matisation; those who treat them (psychiatrists, psychologists) are stigmatised as well.  

 Listening to patient testimonials is important; it educates health professionals and 
helps them deal with patients better.  

 Professional curricula taking better account of the patient experience and knowledge 
are being developed, and these should become the standard. The EU level could help 
the exchange of good practice and support wider dissemination of these curricula.  

 Events such as these provide the opportunity to talk directly to the policy makers. 
However, in these conversations we should not just present problems but also focus on 
possible solutions. It also needs to be borne in mind that health care remains a national 
competence and that it is unrealistic to ask for European legislation. 
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For PAE, quality of life for a chronic pain patient means giving the patient the right to choose the best pos-

sible solutions and support to live his life according to his possibilities and wishes.  The strategic objectives 

of the organisations are to promote awareness for chronic pain, to promote an 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 

 Establishing a good relation with potential sponsors 

 Promoting/ initiating research on chronic pain 

the voice of people with chronic pain  

Future Events 

 November 11 presentation of: “European charter of the rights of citizens over 65 with chronic pain” 

a charter in which PAE had his influence and is one of the co-signers. Brussels 

  November 25 / 26 EMA training day and joined meeting with HCWP. PAE will be present there with 

two board members. London 

 December 1 / 2 Advisory board meeting of TEVA on the use / abuse of opiods. PAE will be involved in 

that for the patient perspective. Amsterdam 

 December 2  Launch event  MEPs interest group on “European Patient’s Rights & Cross-Border 

Healthcare” PAE will be represented there. Brussels 

 December 2 First meeting of the jury for good practices. PAE will be represented there. Brussels 

 December 3 Steering group meeting SIP to discuss future actions of the SIP platform. PAE will be rep-

resented there. Diegem (Brussels) 

 December 16 Board meeting Diegem (Brussels) 

 February 23 General Assembly PAE Brussels 

 February 24 Brain, Mind and Pain interest group meeting Brussels 


