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Welcome word

In this newsletter we are facing the final stage of the Italian presidency which
brought us more political attention for palliative care and pain management. The
signals we have received so far look promising and when I met and spoke to the
Italian minister on November 22nd, she confirmed that she will keep pushing the
subject even after the Italian presidency is over.
We will ask all our members again to send a letter to their national ministers for
health just as we did in September, asking them to make sure palliative care and
pain management is mentioned in the final declaration of the Italian presidency.
In the past period, it was not only political issues that were discussed throughout Europe, we also
experienced some excellent events which you read about in the previous newsletter.
There was the SIP event organised in a different and even more interactive way, with excellent involvement of guests and host.
There was the 100 Cities Against Pain event from our Italian member which was a big success and
will have a follow-up next year.
We had our first press conference on the Pain Patients Pathway Recommendations project and off
of course our General Assembly followed by a workshop on communication. You will read more
details about all these in this newsletter.
Then we are proud to say that, through its president, PAE has received an award presented by the
Italian Minister of Health, Beatrice Lorenzin, for being the best European association working on the
issue of chronic pain for people over 65. You also will read more about the European Day of Health
Rights organized by Federanziani from Italy under the supervision of its president Roberto Messina.
But we are not only looking back . There is also a lot to look forward to. In particular, the preparation of the first meeting of the Brain, Mind and Pain European parliament interest group which is
scheduled for February 24th 2015.
We looking forward to see the press conferences about the outcome of the Pain Patients Pathway
Recommendations on a national level and we are happy to work on creating more visibility for PAE
together with all of you.
I would like to begin this newsletter by taking the opportunity of wishing you all a very beautiful
and happy holiday season with all the ones who are near to you.

Joop van Griensven
President PAE
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MAKE CHRONIC PAIN A HEALTH PRIORITY
IN EUROPE!
Brussel 17 / 11 / 2014
Patients and citizens send recommendations to the new European Parliament
and the new European Commission

Patients (Pain Alliance Europe, PAE) and citizens (Active Citizenship Network, ACN) call for urgent
action for chronic pain management at a national and EU level, urging policy makers to:
Prioritize chronic pain at an EU level
Increase public awareness of chronic pain
Educate healthcare professionals at undergraduate and graduate level about chronic pain management
Stimulate research and data collection by continuing chronic pain research
Patients’ associations have done a lot to improve the situation for chronic pain patients and empower
them, but there is still a lack of interest from the healthcare community in general and institutions in
particular. Only two notable legislative measures have become reality in two EU countries: Italy and
Ireland. Italy was the first country in Europe to adopt a law in 2010 which defines pain therapy as a

set of diagnostic and therapeutic initiatives intended to control and suppress moderate to severe
chronic pain. Also, chronic pain has been identified as medical specialty this year (2014) in Ireland.
In 2014, more than ever, with Italy holding the presidency of the EU Council, it was time to bring in
this initiative at an EU level. Due to our recommendations and the letters sent by our members to their
national ministries and to EU level institutional bodies, ministers from the 28 EU member states met in
Milan on the 22-23 of September and reached a common position. They recognized a need to create a
European network ensuring training of professionals in the sector and to exchange information on
the effectiveness of pain therapies for the weakest population groups. Chronic Pain is now a priority
in the EU as a whole.
MORE INFORMATION ON THE ACTIVITY OF PAE AND ACN
Pain Patients Pathway Recommendations (PPPR) PROJECT
Pain Alliance Europe and Active Citizenship Network, with the support of Grünenthal GmbH, worked
together in order to become a strong European Pain Patient advocacy group. They have developed
concrete proposals for the improvement of pain management in the EU and encourage the active participation of citizens in public policy-making. The result of this work was presented to Ministries of
Health and to many EU bodies in a report called the “Pain Patient Pathway Recommendations”.
(to be continued on the next page)
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MAKE CHRONIC PAIN A HEALTH PRIORITY
IN EUROPE!
Brussel 17 / 11 / 2014
Patients and citizens send recommendations to the new European Parliament
and the new European Commission

Please find here a video describing the activity carried out by our organizations in the past three years
and also here our joint recommendations.
The first step of the joint project was to conduct a civic survey on chronic pain in order to find out if
the rights of chronic pain patients are respected in Europe. 37 associations from 18 countries participated in the survey. The survey clearly showed that despite the efforts at regional, national and European level, the condition of patients affected by chronic pain is still serious. Only in France, Portugal,
Malta, Sweden were the rights of these patients were partially respected, with the other countries
having hardly any rights respected, if at all: UK, Italy, Germany, Austria, Latvia, the Netherlands, Bulgaria, Romania, Spain, Slovenia, Romania, Cyprus, Belgium, Finland and non-EU country, Macedonia.
Based on the findings of the survey, we have created a set of recommendations which were sent by
our members to all relevant institutional bodies.
CHRONIC PAIN IN EUROPE
Around 100 million people, approx. 19% of the adult population in Europe, is suffering from chronic
pain. This number clearly shows that the reality of chronic pain cannot be ignored at an EU level anymore. Chronic pain is not just a medical problem. It is an even bigger social and economic burden for
society at as a whole: lost working days because of insufficient or non-treatment, reduced working
capacity, social benefits, disability payments, etc. That’s the reason why we are also pushing the identification of chronic pain as a disease in its own right or at least as a medical specialty.
OBJECTIVES FOR 2015
For 2015, our mission and main objective is to push the new EU Parliament, the new EU Commission,
and institutions at national and EU level to give a concrete follow-up on their commitment made
during the EU Health Ministers meeting in Milan, Italy, last 22-23 September. Without concrete solutions and legislation, there is no real progress and this important economic and societal problem will
find no resolution.
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JOIN PAE ON TWITTER!

PAE has officially just created a Twitter account (@pain-europe ) for the Alliance - and all our

members are invited to follow us. We will be posting news about our activities, our website
updates and we are also happy to share your news as well (so please send us your links and we
will tweet about them). We will also retweet links to relevant information on chronic pain for
all our followers to be able to stay informed on latest relevant news around the globe. Twitter is
a great opportunity for PAE to communicate more to its members and all other relevant stakeholders and also find out their news, faster and more easily. We invite all member associations
with a Twitter account to follow us and we will make sure to follow you all as well.
While venturing into the new territory of Twitter, PAE is also taking care of its usual outlets:
PAE’s website and our Facebook page, both of which have been updated recently. Please check
your profile page on the www.pae-eu.eu website and let us know if any updates on your profiles are needed at info@pae-eu.eu.
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PAE President receives an award from
the Ministry of Health in Italy
At the end of the European Day On The Right To Health and after the signing of the European Charter of the rights of citizens over 65 with chronic pain, the PAE president, Joop

van Griensven, received an award handed over by the Italian Minister Of Health Beatrice
Lorenzin for his and PAE's efforts to improve the quality of life of people over 65 with
chronic pain.

The award, a painting by an artist from Kenya (which you can see above), shows a face

where one could recognize the scars incurred by chronic pain. This picture symbolizes

the fact that sometimes chronic pain can be compared with the same pain felt by someone who is attacked by wild animals. These animals are also portrayed in the painting.

“On behalf of PAE, I was very honored to receive this award. It is a sign of recognition for

the work we are doing as an alliance on a European level and also for our members’ activity at a national level. We would like to thank Federanziani for nominating us.” said
Joop van Griensven

PAE President, Joop Van Griensven receiving the award from Beatriz Lorenzin, Italian Health Minister
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“European Day for Health Rights“ in
Rimini, 22 November 2014
Federanziani, an Italian association who advocates for the rights of people over 60, organized the European Day for Health Rights in Rimini, Italy with the presence of the Italian
Minister of Health, Beatrice Lorenzin. During this day several working groups of professionals in health care were discussing important health issue for the people over 60.

“As President of Pain Alliance I was invited to participate in the working group to develop
the European Charter of the rights of citizens over 65 with chronic pain. It was a full day
of hard work with other committed professionals, working towards a conclusion which
would be explainable at only one way. One of the major items which Pain Alliance

brought forward to include in the European Charter was the right to be believed. This

wasn't mentioned anywhere else, as it is assumed this would be a normal thing. We all
know that this is false, many of us have experienced the opposite. We especially made

that remark because if no one believes you, anything else you agree on in the following

process is of no use as you don't get access to it” said Joop van Griensven, PAE President.
(article to be continued on the next page)

Italian Health Minister, Beatrice Lorenzin presenting the charter
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“European Day for Health Rights“ in
Rimini, 22 November 2014
Realizing the impact this right has, the Italian Association Federanziani, took the time to
explain the importance of being believed to the Italian Minister of Health, Beatrice Lo-

renzin, and all other 4000 listeners, during the presentation of the European Charter of

the rights of citizens over 65. At the end of the presentation, the European Charter of the
rights of citizens over 65 with Chronic Pain was signed by the four president of associations involved:

Federanziani www.federanziani.it ,

AGE Platform Europe www.age-platform.eu ,

SIAH (Senior International Association for Health)
Pain Alliance Europe www.pae-eu.eu
The initial text was overviewed by:

José De-Andres, Director, Unidad del Dolor Hospital General, Valencia, Spain
Paolo Notaro, Director, Pain Unit, Niguarda Cà Granda Hospital, Milan, Italy

The Four Presidents of the Health Associations, ready to sign
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Hundred cities against pain
On Saturday, the 27th of September 2014, over 100
italian cities and 12 countries from 5 continents, celebrated the 4th edition of the World Day ˝Hundred Cities
Against Pain˝, thanks to the initiative and organisation
of ISAL Foundation (www.fondazioneisal.it). The aims
of this celebration are to inform people about chronic
pain treatments and pain centres, to raise funds for scientific research and to sensitize political and health institutions about chronic pain as a main public health issue.

Joop Van Griensven, the president of PAE Europe, sent a message for the Hundred Cities
Against Pain project organized by the ISAL Foundation. The president thanked first the
ISAL Foundation for this project since it raises awareness on chronic pain worldwide.

He then went on to explain the mission of PAE and the struggles it has to face while trying to raise awareness on this disease.

Importantly, too many people believe chronic pain to be a symptom of an underlying

condition rather than a disease in itself. Research has shown that treating chronic pain
by treating the underlying condition is not always successful. PAE wants to see chronic

pain a disease in its own right. PAE, as the voice of the chronic pain patient in Europe at
a European level, is in constant dialogue with the EU institutions and believes in the

need to have all stakeholders involved in finding solutions. Dealing with chronic pain is
not a local issue, it is a global issue and the Hundred Cities Against Pain is a project that
will show the dimensions of this problem. It will also show that only together, with a

coordinated response from all stakeholders involved, can the health and societal problems caused by chronic pain be solved. Please see here the entire speech of Joop Van
Griensven, PAE President.
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PAE General Assembly, 17th of
November 2014
PAE had yet another successful General Assembly in Brussels,
Belgium.

With more than 25 members pre-

sent from all corners of Europe, the

discussions were productive and the
sharing of best practices and ideas

was a constructive way to help PAE
further develop. After going

through our success stories of 2014 (e.g. the creation of the EP interest group, the

meeting of the EU Ministries of Health discussing palliative care and pain management
for the first time), the activity plan for 2015 was discussed. Please find here a video
about the General Assembly. PAE has grown a lot in 2014, with ground-breaking

achievements and the intention is to make 2015 at least as successful. PAE’s achieve-

ments this year show once again that a coordinated response from associations with
common missions and goals can make a real difference.

The Assembly was followed by a communication workshop and where members had

the chance to interactively learn better ways to communicate with each other, not only
on PAE matters but when communicating with their own associations.

PAE would like to thank once again all participants at the General Assembly and all the
other members for joining in their efforts for our common cause – better management

DECEMBER , ISSUE 4/2014
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News from members
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—
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, so we would be a
truly unified voice of all the
chronic pain patients across
Europe.

This section focuses on the
news and activites provided by
the PAE members. As an
alliance, it is important to
know each other, to learn one
from another, to coordinate
our national efforts and to
spread the best practices to the
other members. Short facts or
general updates will be further
presented.
We will thus be able to see the
different national approaches
to our common goal of:
Improving the quality of life
of people living with chronic
pain in Europe

News from Fibromyalgia Association of Sweden (Fibromyalgiförbundet)

In the months of September, October and December, Fibromyalgiförbundet has attended a few very important
health congresses in Sweden : “Future Specialist Doctors”, Sweden’s biggest congress for future
specialists, the Swedish Pain Forum, Sweden's leading, annual conference on pain and the Annual General Meeting for Physicians.
We have also put together a file containing information on fibromyalgia, and also our association. This will be given to e.g. pain clinics and health centers, for them to keep in their waiting
rooms. Our hope is that through this file we can reach more FM patients, and future members.
Anna Evertsson, member of our board, participated in a national radio show where they discussed the use and benefits of ACT (Acceptance and Committment Therapy) for chronic pain.
Our pamphlet “Guidelines for Workplace Changes for People with Fibromyalgia” has been updated, and will be available in January 2015. We also have been working on a new pamphlet
with information regarding our association. In this pamphlet we list all organizations of which
we are members, so PAE is mentioned together with a short description. Read more about us
here.
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News from members - continued
Updates from Pain UK
The Chronic Pain Policy Coalition (CPPC) involves patients, doctors, pharmaceutical industry representatives and members of both houses of the Parliament in a group which aims to raise awareness
of pain and improve patients’ treatment. CPPC has recently launched a new website
www.painhelp.org The varied membership of CPPC enables pain news to be widely disseminated.
At the meeting on October 8th, Dr Beverley Collett who was at that time CPPC’s chair, reported to

the group how she had chaired a meeting of the Active Citizens Network in Brussels on “Chronic
Pain making the invisible visible” – and also informed the meeting of the other EU initiatives described in this newsletter. The CPPC is one of the five members of a “pain consortium” also involving the Faculty of Pain Medicine, the British Pain Society, Royal College of GPs and the chair of the
Clinical Reference Group on specialised pain services. Representatives from these organisations
meet regularly to encourage better awareness and treatment of pain in any medical situation. Pain
UK, an umbrella organisation for 29 different pain charities, recently held a “Consensus Day” where
representatives worked out a common language of pain. For example, should we say long-term,
problematic or chronic pain? Also, we agreed on what figure we would use to describe the number
of pain sufferers in the UK. This is important, so that when working with politicians, health commissioners and the media, we would all quote the same figure.

Updates from Active Citizens Network
1. Cittadinanzattiva was awarded for its commitment on palliative care
Last December 1st, Antea Onlus, an Italian association created to assist patients in the final
state of their diseases, awarded the national coordinator of Cittadinanzattiva - Tribunal for
patients' rights for his commitment in the diffusion process of a culture for palliative care.
Read more
2. HUMANIZATION IN PEDIATRIC AND OBSTETRICAL HOSPITAL DEPARTMENTS: A CIVIC
ASSESSMENT (2014)
It is a big survey done by National Agency for regional healthcare services (Age.na.s) and
the Agency of Civic Evaluation of Cittadinanzattiva involving treatment centres, 286 local
associations, 241 équipes and 594 citizens all over Italy. The assessment was presented in
Rome on 7th November. The focus was on pediatrics and obstetrics, but also on emergency,
multiculturality, intensive therapy and “hospital without pain”.
In Italy, this year for the first time the topic of “humanization of treatment” was put into the
Operational Plan led by Italian Ministry of Health called “Pact for Health 2014-2016” that
invites regions to do all necessary interventions that have to do with structural, organizational and communicational aspects of care. This plan also includes drafting an annual
program of humanization of treatments with at least one project activity concerning professionals training and organizational changes. Read more (IT version)
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News from members - continued
Updates from Pijn Platform,
The Netherlands
Pain Together is a new initiative on chronic pain in the
Netherlands started by Happy Motion Foundation. They operate totally

independent from all parties and organize their own funding. They work together

with all concerned stakeholders.
Their goal is to organize a national demonstration in 2016 for a whole week on
Pain in the Netherlands, develop educational materials (shuold they receive any
sponsorship) for patients, caregivers and healthcare professionals and make a
documentary where a child, an adult and a senior, all with chronic pain will be

followed around in their daily life dealing with this issue. The purpose of this all
is to identify and deal more effectively with the treatment of chronic pain.

All info can be found on www.pijnsamen.nl . PijnSamen is a way, medium to give
this mission a broader audience. In the past, Foundation Happy Motion did
something simular for dementia (see for more information www.mijnhoofd.com).

At this point in time, around 40 people are involved with the preparation of the

project. It will have a kick-off meeting before this Christmas. Hilda Wieberneit is
involved for PPN. As a board member of PAE as well, Hilda will inform PAE about
the project’s activities.

The Happy Motion Foundation understands the sometimes difficult world of pain
and all concerned parties, but as PijnSamen they are above that and operate
independently. Only in that way they can meet the deadline.
They asked the PAE also for a letter of recommendation.

Updates from Myeloma Euronet Romania
On 25 November and 9 December Viorica Cursaru attended the EMA
meetings about Clinical Trials, a joint EU-EMA project which aims to assist
patients in Europe, and not only, to identify the best and safest clinical
trials. For the last two sessions the discussions evolved around the establishment of the regulations and procedures governing clinical trials.
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News from members - continued
Updates from LIGA REUMATOLÓXICA
GALEGA, Spain
LIGA REUMATOLÓXICA GALEGA, in Spain, is working on this Project with the intention of
giving a new image of the person affected by rheumatologic illnesses; we leave morbidity

behind and search for beauty, symbology, sexuality and happiness - and demonstrate that
beyond an illness there is another world, much richer and with variation in the life of a
person with any type of illness.

For the Liga Reumatolóxica, art is a therapeutical method of enriching the spirit that brings
us happiness. Therefore we give great importance to the performing arts, dance, painting,

photography, cinema, theater, of course always with a dual purpose "to make visible from a
normalizing point".

For all the people who participated in this Project, it has been a personal challenge, to en-

sure that the model felt part of a project that goes beyond their daily life, and for the pho-

tographer to catch that message.

Now, this exhibition has to visit the world, to be traveler, to carry its messages... Beyond an

image there are persons who transcend happiness above the pain, overcoming their limitations... The exhibition is formed of 24 photos, created by 12 photographs who - from different points of view - intended to give a different vision of rheumatological illnesses. The

itinerant exhibition will start in the town of culture, Santiago de Compostela, the capital of

our Spanish Autonomy Galicia, around February and we will invite authorities of the Galician society and administrations. Our intention is that is travels to more places in Spain
and of course, to take it to our colleagues and neighbors in Europe.

We show three representative photos so you can see how different the visions can be

through the eyes of a photographer, about what represents this campaign for the affected
persons and for our association.

An allegoric representation of joint pain, the desire to get out of that social bubble where

disease puts us and the mystery of the unknown sexuality, that taboo that seems to underlie
behind each affected person.

If you want to follow the exhibition, the making off and the sessions, please visit

www.ligaflash.com , where you can see much more about the development of the project,
which we would like to make extensible to the whole world, as a common project.
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News from members - continued
Updates from Maria Soledad Garcia
Penalta, PAE Board member from
Spain
Social protection of those suffering from fibromyalgia and CFS-encephalitic myalgia"
In SPAIN, "FM UNION Y FUERZA" http://www.asociacionfmunionyfuerza.com has begun an
epic adventure. They have presented a People's Legislative Initiative proposal at the Congress. It's a legislative public initiative that aims for the "Social protection of those suffering
from fibromyalgia and CFS-encephalitic myalgia" and argues the need for more care for
patients with these pathologies.
Congress admitted the People's Legislative Initiative on September 30, 2014. It's worth
mentioning its importance because Congress has only admitted three People's Legislative
Initiatives in the last twenty years.

Their aim is to raise 500,000 signatures in the next nine months to oblige Congress to include the proposal in a daily session within a six month period upon completion and delivery of the project.
For this reason, many chronic pain associations have united forces. They have organized
events and literally have taken the streets to reach the goal of 500,000 signatures by the
due date.
Should you like to read it please visit the official state bulletin at the following link:
http://www.congreso.es/portal/page/portal/Congreso/Congreso/Iniciativas?
_piref73_12412194_73_1335437_1335437

If you live in Spain and would like to support this initiative please contact your local fibromyalgia association. I've already sign it at our local FM association, ACOFIFA

For PAE, quality of life for a chronic pain patient means giving the
patient the right to choose the best possible solutions and support to
live his life according to his possibilities and wishes. The strategic
objectives of the organisations are to promote awareness for 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:

PAE
Secretariat

Grensstraat 7, 1831
Diegem, Belgium
Phone: +32/ 2 725 0151

► Working in close relation with the other stakeholders
► Gathering and distributing relative information on chronic
pain from the patients’ point of view
► Establishing a good relation with potential sponsors
► Promoting/ initiating research on chronic pain

Fax: +31/ 2 720 68 73

► Growing the association

E-mail: info@pae-eu.eu

► Obtaining visibility through events, website, media coverage

Future events
January 12h –14th 2015: PAE present at the Plenary Session of the European Parliament in Strasbourg
February 24 2015 : “Official Launch for Brain, Mind and

Pain Workshop”, Brussels (Belgium) more info
April 2015 : Next PAE General Assembly

November 2012, Aachen

