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Dear Reader,
Brona Fullen
President Elect of the European
Pain Federation EFIC®

Bart Morlion
President of the European Pain
Federation EFIC®

Welcome to the 8th European
Sym
posium on the Societal
Impact of Pain (SIP 2019):
“Bringing pain policy to the
next decade’’

2019 is a special year, as the SIP platform celebrates its 10th anniversary. We have come
a long way since its launch. We are really proud to see how the journey SIP started in
Malta in 2017 with the launch of the first SIP national platform, led us to count on the
great work of 8 National SIP Platforms today and hopefully more in the future.
The next decade of pain policies need to adapt to changing health systems and the way
we live our lives, this is why the SIP Platform focused on targeted policy areas and their
implementation.
SIP remained active in Brussels, taking stock of several years of input and exchange
with an ever growing pain stakeholder community. SIP’s selection as an EU health policy
platform thematic network in 2018 gave us the opportunity to produce the SIP Joint
Statement with the input and endorsement of more than 100 stakeholders. The Joint
Statement streamlines SIP policy priorities in four macro areas, bringing together our
work at national and EU level. The topics are: Pain Indicators, Pain Research, Pain and
Employment and Pain Education.
To design sustainable pain policies in the future, all stakeholders need to play an active
role. At the European Pain Federation EFIC®, the multidisciplinary professional organisation
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in the field of pain science research and medicine, we are continuing to practice what
we preach, promoting a wider and deeper understanding of pain science in a number
of formats including disseminating research through our European Journal of Pain, that
complements our policy action in this field . While our EFIC Pain Medicine and Physiotherapy
exams will reach respectively the fourth and third edition in 2020, we launched the EFIC
Pain Nursing and Psychology curricula at our biennial EFIC congress earlier this year and
the EFIC Education Platform, aimed at hosting educational content from EFIC Congresses
and other EFIC scientific initiatives. Being active in patient education and empowerment,
EFIC also launched ‘EFIC on the move’, an awareness campaign that gathers healthcare
professionals, patients and general public around the important theme of pain prevention
through physical activity. As our activities continue growing, hopefully we will see more
healthcare professionals with an understanding of the impact of pain and the importance
of multi- and inter- disciplinary pain education and patient empowerment.
While we can be proud of the achievements to date, the need for political support is far
from over. Chronic pain still affects almost 1 in 5 European citizens; around 100 million
individuals and 50% of the older population. Chronic pain is one of the major reasons
why people exit the labour market prematurely and causes 500 million days of illness per
year, costing the European economy more than €34 billion.
As we prepare to continue facing these challenges and work on actionable
policy solutions to address the societal impact of pain, we look forward to
joining you in Brussels, and to seeing our ideas manifested in policy in the
near future.
Bart Morlion, President of the European Pain Federation EFIC®
Brona Fullen, President Elect of the European Pain Federation EFIC®
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A World Free of Pain
Mark Fladrich
Global CCO of the Grünenthal
Group

Dear Participants of the SIP 2019 symposium,

Ten years of SIP is an achievement to celebrate. Pain has a
tremendous impact on individuals and society, even in Europe, a
region with high standards of healthcare provision when compared
to other areas of the world. At Grünenthal, we believe it is vitally important to listen
to the needs of pain patients, their families and caregivers, healthcare professionals,
health authorities and policymakers. For ten years, SIP has been providing a strong and
sustainable platform for this important work.
Pain has many faces: It can be pulsing, aching, sharp or dull. And pain is one of the most
common reasons why people seek medical attention. It is a healthcare problem that has
an impact on patients’ ability to function and that restricts their quality of life through
sleep disorders, anxiety, depression, low self-esteem and many other symptoms. Expertise
about pain as a health condition is spread unevenly across EU member states. Quality
standards for post-operative pain and access to pain therapy are urgently needed. And
there is good cause to be deeply concerned about pain – even though comprehensive
pan-European data quantifying the effect of pain on society is still unavailable.
Patients are facing many hurdles to get access to adequate pain therapy. This includes
lack of trained medical professionals, restricted resources and access to medicines, cultural
attitudes, as well as lack of regulations and policies to address the societal impact of pain.
However, these hurdles can be conquered – if all stakeholders work together. By joining
forces, we can achieve our shared aim of relieving the societal impact of pain for patients
and for society as a whole.
The SIP joint statement developed last year under the auspices of the European Commission
offers a great opportunity for European Union member states to ensure effective action by
implementing the policy recommendations related to health quality indicators, research,
employment and education.
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This year the European Federation of Pharmaceutical Industries and Associations (EFPIA)
launched its paper “Driving Health and Growth; A call for an industrial strategy for
Europe”. This document calls on the next EU Commission to create a renewed industrial
policy strategy driving Europe’s health and growth by taking action in a number
of key areas (regulatory and innovation policies, digital Europe, smart trade and the
environment). According to the paper, the pharmaceutical industry plays a central part in
the competitiveness of Europe because of its key role in addressing a number of Europe’s
societal challenges, including the investment in Europe’s research and development ecosystem. On top of this, the pharmaceutical industry has the potential to leverage some of
Europe’s key strengths and facilitate access to new treatments for patients.
EFPIA is rightly addressing the value of collaborative involvement in European strategies.
We will only be able to improve our systems for the benefit of patients and society if all
players team up and work together in a compliant, respectful and focussed manner. Guided
by our vision of “a world free of pain”, patient-centricity and ethical behaviour are at the
centre of Grünenthal’s values. These values are at the heart of everything we do. In living
these values, we ensure compliant and ethical behaviour at all times.
So, let us celebrate the ten-year anniversary of SIP today. This is an outstanding initiative
where patient representatives, healthcare professionals, politicians, insurance companies,
health authorities, regulators and budget holders work together in a structured way. The
SIP platform builds a strong foundation to raise awareness, exchange information and best
practice, and develop and foster policy strategies and activities for improved pain care in
Europe. The excellent cooperation of the SIP partners is a benchmark for many initiatives
On behalf of Grünenthal, I’d like to thank everybody who has been involved in the
preparations, especially our partners, the European Pain Federation EFIC®, Pain Alliance
Europe (PAE) and Active Citizenship Network (ACN), as well as the many supporting
organisations. But most of all, I’d like to thank you, the participants in the SIP platform’s
activities, for your effort and dedication in addressing the societal impact of pain..
I wish you passionate and productive discussions.
Mark Fladrich
Global CCO of the Grünenthal Group
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Dear Reader,
Joop van Griensven
President
Pain Alliance Europe (PAE)

In the name of Pain Alliance Europe (PAE) I would like to
welcome you to the 10th anniversary meeting of the Societal
Impact of Pain (SIP) Platform and the 8th symposium called
“Bringing Pain Policy to the Next Decade”.

Building on the achievements from this past decade, it is time to harvest all the suggestions,
recommendations and other bright ideas that have resulted from the European Platform,
and take them forward to national governments. The success of the European SIP Platform
stimulated the building of National Platforms which is an encouraging development.
Already nine National Platforms are established across Europe and this good example
will hopefully be followed in more countries.
As the name of the symposium indicates, it is aimed at providing recommendations on
how to continue and to build on what has been achieved, with the aim of improving the
quality of life of people with (chronic) pain. We are trying to do this by focusing on these
four topics: indicators, employment, research and education - indicated earlier by the SIP
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Platform. These four topics, which have a logical relationship with each other, cannot be
achieved if we are not working together as stakeholders, interested parties.
Although we need to prioritise, we are fully aware that just doing something in one area
will not be so successful if we don’t act in the other areas at the same time. If we don’t
educate, we don’t get researchers. If we don’t get researchers, we don’t get indicators.
If we don’t get indicators, we don’t get the right tools to improve employment. And we
will not get any of these if we don’t raise awareness of the consequences of chronic pain.
So I would like to ask you all to raise your voices on a European and a national level to
increase awareness of (chronic) pain so we are able to achieve the four goals set out.
I wish you a good symposium and we hope to see and speak to you all over
there.
Pain Alliance Europe
Joop van Griensven
President
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Dear Reader,
Mariano Votta
Director Active Citizenship
Network

The past European Council, Parliament and Commission have been
probably the Institutions that, in the history of the European Union,
have shown with facts to be more attentive to the needs of the
European citizens suffering from chronic pain. The ones most prone
to start a constant, open and constructive dialogue with the various
interlocutors who are involved in the topic on various grounds. The most courageous in
taking policy directions and decisions that today represent an important heritage for the
new European Institutions that are called to give continuity and, hopefully, to improve
on what their predecessors have done. Indeed, 28 Health Ministers discussing chronic
pain during the 2014 Italian Presidency and who agreed in 2017 to include the topic of
chronic pain for the first time in the Council conclusions are a milestone and a point of
no return. Moreover, the European Parliament hosted dozens of initiatives on this subject
and a dedicated Interest Group, and the European Commission has allocated funds (IMI,
H2020) to promote research and innovation in the hope of accelerating the identification
of new therapeutic options for the benefit of those suffering from chronic pain and has
identified in the European Social Pillar the framework within which to connect and quantify
the impact of chronic pain on the productive world.
Without any doubt, much of what has been achieved in the last five years is due to the
great work done with great transparency and respect for the institutions by the SIP Societal Impact of Pain.
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The decision, taken years ago, to officially involve patients and citizens in the process
represented the sliding door for the development of SIP.
In the context of the European healthcare advocacy community, the SIP represents a
benchmark to be studied as a best practice: for its multi-stakeholder composition (the
perspective of companies, specialists, patients and citizens are considered simultaneously),
the ability to be both a constructive exhortation for policy makers and a collector of
expertise, experiences and case histories. Above all, for the role it played in helping to
achieve the aforementioned results: the SIP has made it easier for the European institutions
to see which path to take in terms of chronic pain management. And, more importantly,
it convinced everyone that it was no longer the time for immobility and indifference to a
phenomenon so invisible, but so concrete.
As always, expectations are increased with respect to any successful initiative. After
achieving a goal, there are many others to be reached and we will discuss about it during
the annual Symposium. Meanwhile, happy birthday, dear SIP!
The wish that I address to the SIP, on the eve of its tenth birthday, is to
continue with renewed enthusiasm in its commitment that led the founders,
Grunenthal and Efic, to establish it in 2009. A commitment that can be
translated as working towards the respect of the patients’ right to avoid
unnecessary suffering and pain.
Mariano Votta
Director Active Citizenship Network
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Key materials from
previous SIP events
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“The Societal Impact of Pain
A Road Map for Action”
In 2001, the European Federation of the International Association for the Study of
Pain Chapters (EFIC®) published its Declaration on Pain which called on national
governments and the EU Institutions to increase the level of awareness of the
societal impact of pain. Ten years on from the EFIC Declaration on Pain, national
and EU policy action has been very limited. At the same time, basic and clinical
science have demonstrated the feasibility of pathways out of pain for many types of
acute and chronic pain, but health care systems currently do not guarantee general
access to these.
According to the 2007 Eurobarometer survey*on “Health in the European Union”,
almost one third of respondents experience musculo-skeletal pain which affects their
day-to-day life. The burden of suffering that pain imposes on individuals and the
enormous costs that society has to bear not only by healthcare systems but also the
social, economic and employment sectors only illustrate the urgency for European
governments and the EU Institutions to act and to put, as a priority, the societal
impact of pain on their policy agenda.
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We call on European governments and the EU Institutions to:
1. Acknowledge that pain is an important factor limiting the quality of life and should be
a top priority of the national health care system.
2. Activate patients, their family, relatives and care-givers through the availability of
information and access to pain diagnosis and management.
3. Raise awareness of the medical, financial and social impact that pain and its management
has on the patients, their family, care-givers, employers, and the healthcare system.
4. Raise awareness of the importance of prevention, diagnosis and management of pain
amongst all healthcare professionals, notably through further education.
5. Strengthen pain research (basic science, clinical, epidemiological) as a priority in EU
framework programme and in equivalent research road maps at national and EU level,
addressing the societal impact of pain and the burden of chronic pain on the health,
social, and employment sectors.
6. Establish an EU platform for the exchange, comparison and benchmarking of best
practices between member states on pain management and its impact on society.
7. Use the EU platform to monitor trends in pain management, services, and outcomes
and provide guidelines to harmonize effective levels of pain management to improve
the quality of life of European Citizens.
This “Road Map for Action” to address the societal impact of pain in the EU has been
endorsed by many organisations and was signed at the Symposium “Societal Impact of
Pain 2011”, 3-4 May 2011, Brussels.

* Eurobarometer survey on “Health in the European Union”, Special Eurobarometer 272e, September 2007 http://ec.europa.eu/health/
ph_publication/eb_health_en.pdf
The digital version of the 2011 SIP Road Map for Action can be found here: https://www.sip-platform.eu
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Informal Health Conclusions
Italian Presidency, Informal Health Council
Debate on Palliative Care and Pain Therapy
22-23 September 2014, Milan
During the informal EU Health Ministers meeting in 2014, the Italian Presidency placed
pain therapy and palliative care at the top of their agenda .
The 28 EU health ministers pledged to further promote the use of palliative care and pain
therapy in the EU member states. The common position that was reached put forward the
need to create a European network ensuring the training of professionals in the health
sector and the exchange of information on the effectiveness of therapies for the most
vulnerable population groups.
Health Ministers also acknowledged that networks for paediatric pain therapy and
palliative care were not evenly developed throughout Europe. The Ministers also put
forward guidance on the development of palliative care and pain therapy for other
vulnerable groups, such as the elderly.
Ministro della Salute, Italy
Comunicato stampa n. 147
Conclusione sessione cure palliative e terapia del dolore:
23 settembre 2014;
http://www.salute.gov.it/portale/news/p3_2_4_1_1_stampa.jsp?id=4355
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Societal Impact of Pain (SIP) 2016
8 policy recommendations: Time for Action
Under the motto ‘Time for Action’, over 220 representatives of health
care- and stakeholder- organisations from more than 28 countries met
in 2016 in the European Parliament and Concert Noble in Brussels to
discuss the “Societal Impact of Pain”.
Under the scientific auspice of the European Pain Federation EFIC (EFIC®)
and guided by SIP 2016 cooperation partners Pain Alliance Europe
(PAE) and Active Citizenship Network (ACN), the faculty of each of the
working groups produced specific policy recommendations addressing
the societal impact of pain.
Based on these recommendations, the organizing partners of the SIP
platform formulated the following key recommendations directed at the
institutions of the European Union and national governments.
1. Implementation of article 8.5 of the Cross-border healthcare Directive
The institutions of the European Union and national governments should ensure
the flawless implementation of article 8.5 of Directive 2011/24/EU in all member
states, in order to prevent the refusal of prior authorisation by national health
authorities when the patient is entitled to healthcare which cannot be provided
on its territory within a time limit which is medically justifiable, based on an
objective medical assessment of the patient´s medical condition, the history and
probable course of the patient´s illness, the degree of the patient´s pain and/or the
nature of the patient´s disability at the time when the request for authorisation
was made or renewed.
2. Establish an EU platform on the societal impact of pain
In order to empower pain patients, their family, relatives and care-givers through
the availability of information and access to pain diagnosis and management, the
institutions of the European Union and national governments should establish an
European platform for the exchange, comparison and benchmarking of access,
quality and best practices of healthcare services in pain management and its
impact on society.
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3. Integrate chronic pain within EU policies on chronic diseases
The institutions of the European Union and national governments should acknowledge
that pain is a common health state in many chronic diseases and chronic pain itself can
be considered a chronic condition in respect to healthcare policy. Therefore the European
Commission and member states should integrate pain care within Commission work
and Joint Actions (e.g. JA CHRODIS) as well as the expected trio council conclusions
on fighting non-communicable diseases.
4. Ensure that pain care is a part of policies and strategies on cancer
Within the framework of the Joint Action on Cancer Control (JA CanCon) and national
cancer strategies, the institutions of the European Union and national governments
should dedicate adequate attention to the relevance of pain in cancer care, including
but not limited to survivorship and rehabilitation.
5. Initiate policies addressing the impact of pain on employment
Within the context of the Europe 2020 Strategy and European Semester framework of
economic governance, the institutions of the European Union and national governments
should promote policies that reflect the link between pain care and employment, and
recognise the interconnection of health, employment and social protection policies and
systems.
6. Implement workplace adjustments for people with chronic pain
The institutions of the European Union and national governments should enforce or
implement legislation providing for reasonable, flexible workplace adjustments by
employers that can help people with chronic pain stay in work or reintegrate into the
workforce.
7. Increase investment in pain research
The institutions of the European Commission and national governments should increase
investment in research (basic science, clinical, epidemiological) on the societal impact
of pain as a priority in future EU framework programs, involving chronic pain patient
associations in the development of research priorities, and undertake research on
involuntary causes of early retirement and unemployment due to pain across Europe.
8. Prioritise pain within education for healthcare professionals, patients and
the general public
The institutions of the European Union and national governments should prioritise
and stimulate the prevention of the impact of pain on society by education and
providing information on diagnosis, and management of pain amongst all healthcare
professionals, patients and the general public through education and training.
The digital version of the 2016 SIP policy recommendations “Time for Action” can be found here: https://www.sip-platform.eu
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Societal Impact of Pain 2017
Policy Recommendations
8-9 June 2017 - Under the motto ‘Structured Cooperation of Health Care Systems’,
over 300 European health care stakeholders from more than 20 countries met in
Malta to discuss the “Societal Impact of Pain” (SIP 2017).
SIP 2017 held working groups gathering together policy makers, members of the
European Parliament, pain specialists, scientific researchers, patients’ associations,
advocacy and civic society and other stakeholders to discuss four key issues:
1. Pain as a quality indicator for health systems
2. Building platforms to address the societal Impact of pain
3. Impact of pain on labour and employment
4. Challenges, models and lighthouses in pain policy
Under the auspices of the 2017 Maltese Presidency of the Council of the EU, the
scientific framework of the European Pain Federation EFIC (EFIC®) and guided by
SIP 2017 partners Pain Alliance Europe (PAE) and Active Citizenship Network (ACN),
the faculty of each of the working groups produced specific policy recommendations
addressing the societal impact of pain.
Based on these recommendations, the organizing partners of the SIP platform
formulated the following key recommendations directed at the institutions of the
European Union and national governments:
1. Establish an EU platform on the societal impact of pain
The European Commission should follow up on commitments made by national
governments at the informal Council of EU Health Ministers in Milan, 22
September 2014, to establish an EU platform on pain, facilitating comparison
and benchmarking of best practices between member states.
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2 Instruments to assess the societal impact of pain
National health authorities should define, establish or use instruments and indicators
to measure the societal impact of pain. This should be done through the creation of
national data registries and a push for this data to be shared at a European level. To do
this, national governments and health authorities should establish quality indicators to
set criteria for granting access to cross-border healthcare and ensuring that electronic
health records take note of pain.
3. Initiate policies addressing the impact of pain on employment
The European Commission and national governments should work together to promote
policies that reflect the link between pain care and employment. This should be
recognised at both EU and national levels, through a push for greater interconnection
between ministries and services dealing with health, employment, research, and
social protection policies and systems. Better understanding of these interconnections
would allow for greater efficiencies in pain management, helping patients access the
treatment they need to continue being active in the work place. National plans should
also encourage enforcement of existing national legislation requiring reasonable,
flexible workplace adjustments by employers that can help people with chronic pain
stay in work or reintegrate into the workforce.
4. Prioritise pain within education for health care professionals, patients and
the general public
National governments and health authorities should initiate patient education
programmes and information campaigns in order to create public awareness of the
short and long-term consequences of inadequate access to pain treatment for pain
symptoms. The aim of these programmes should be to reduce stigma and increase
self-management of pain. National governments should also promote wider access to
pain education among the healthcare profession, including all those who see and treat
pain.
5. Increase investment in research on the Societal Impact of Pain
The European Commission and national governments should increase investment in
research (basic science, clinical, epidemiological) on the societal impact of pain as a
priority in future EU framework programmes and make funds available via employment
and health policy research programmes. The OECD and European Commission should
also, in their upcoming edition of Health at a Glance: Europe 2018, present pain as
a key indicator of health and health systems analysing the links between population
health and labour market outcomes.
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2017: Council Conclusions
In June 2017, the Council of the European Union on Employment, Social Policy,
Health and Consumer Affairs adopted Council Conclusions on “Encouraging
Member States-driven Voluntary Cooperation of Health Systems”(1). Under the
Maltese Presidency, the Health Ministers agreed that it was time to evaluate access
to treatment for patients with chronic pain, while recognising the need to maintain
the balance between innovation, availability, accessibility and affordability. The aim
being to increase the effectiveness, accessibility, and resilience of health systems
across the European Union, and to identify priority areas where cooperation between
health systems may add value.
https://eur-lex.europa.eu/legal-content/EN/ALL/?uri=CELEX:52017XG0630(01)
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SIP Joint Statement
The EU Health Policy Platform (HPP) is an interactive platform launched and managed by the
European Commission to boost discussions about EU public health concerns, share knowledge
and good practices. The HPP invites public health stakeholders to exchange with others,
pool expertise in joint statements and disseminate actions among a wide audience. It is a
collaborative online tool to ease communication between the European Commission services
and health-related interest groups.
Thematic networks are one form of user networks in the HPP. They are limited in time, usually
one calendar year and their purpose is to provide a space in which stakeholders can draft a “joint
statement”. Joint statements are the result of fruitful discussions on the policy topic in question,
including long-term actions related to with EU and Member States priorities. The European
Commission proposes each year’s topics for joint statements in line with ongoing priorities.
Societal Impact of Pain (SIP) was selected as one of three Thematic Networks on the EU Health
Policy platform in 2018. This fantastic recognition from the European Commission demonstrates
the importance of raising awareness about the impact of pain, share expertise and develop
strategies to improve pain management.
Utilising the opportunity given by the Commission, the “SIP Framing paper”, the “SIP Joint
Statement” and its associated “SIP Infographic” were developed under the auspice of EFIC
and PAE in partnership with stakeholders and members of the EU Health Policy Platform. The
framing paper presents the common position of stakeholders from the health, social, and
employment sectors in Europe on the issue of the status of pain in the European Union. It
presents existing policies that are and can be relevant to pain and lays them out into four
categories: health indicators, research, employment, and education. the “SIP Joint Statement
highlights the gaps in relation to addressing pain and offers recommendations to policy makers
and all other stakeholders to address the challenges. The common goal is to achieve improved
care and pain management across the EU to reduce the societal impact of pain, which touches
upon all aspects of life.
After closing of the Thematic Network Program 2018 on January 31st, Societal Impact of Pain
has been transformed into a Stakeholder Group on the EU Health Policy Platform (https://
webgate.ec.europa.eu/hpf) to allow continuation of interactions among the groups that
contributed to the Thematic Network.
The final Joint Statement and the related Framing Paper of the SIP Thematic Network have been
presented to the European Commission on November 12th 2018.
The SIP Joint Statement and SIP Infographic are available in several languages here: https://
www.sip-platform.eu.
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SOCIETAL IMPACT OF PAIN
FRAMING PAPER SUMMARY
It is the goal of the Societal Impact of Pain (SIP) group to achieve
improved care and pain management across the EU to reduce the
societal impact of the disease, which touches upon all aspects of life.

1 in 5 people experience
chronic pain

In Europe, more than 150
million people suffer from
chronic pain1

Chronic pain costs
the EU € 240 billion
a year2

That´s more than the population of
Germany and France combined

(1) Eccleston, C., Wells, C., & Morlion, B. (2017). European Pain Management. Oxford: Oxford University Press.
(2) Bevan, S. (2013). Reducing Temporary Work Absence Through Early Intervention: The case of MSDs in the EU.
Lancashire: The Work Foundation.
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What are we calling for ?
The SIP Platform is calling on the European Commission, Member States and civil society to come
together to reduce the societal impact of pain in the EU.
We have highlighted four areas:

Indicators
The problem:

The problem:

There is currently a data gap in how we
measure and monitor the societal impact of
pain across the EU.

Funding for pain research is inconsistent on
EU and Member State levels. Currently, there
is also not enough total funding into pain
research in Europe to adequately meet the
needs of patients.

Our recommendations:
• The European Commission address
the gap in the European Core Health
Indicators to include chronic pain
• The European Commission and the OECD
include pain as a key indicator in their
Health at a Glance report
• The European Commission repeat and
broaden their 2006 Health Eurobarometer,
including questions on musculoskeletal
pain
• Member states adopt the updated pain
disease classification ICD-11
Our commitment
• Civil society contribute to the implemen
tation of the new the WHO 11th revision
of the International Classification of
Diseases (ICD-11) that includes chronic
pain as a separate entry
• Healthcare professionals and patients
provide their expertise and perspective in
the creation of patient- relevant indicators
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Our recommendations:
• Member States and EP support the
resource allocation in the legislative
process
• The European Commission support the
development of pain centres of excellence
across Europe and encourage a network
for these centres
• The European Commission include pain as
a topic for its mission-oriented research,
such as in Horizon Europe
Our commitment
• Industry representatives, research
institutions, healthcare professionals and
patient groups build on the achievements
of public private research partnerships
such as Innovative Medicines Initiative
(IMI) with the aim of translating them in
real word applications
• Patient groups and healthcare
professionals foster the dissemination of
research outcomes to their community
and support a patient-led approach to
research

SOCIETAL IMPACT OF PAIN
FRAMING PAPER SUMMARY

Employment

Education

The problem:

The problem:

Chronic pain is the number one reason for
workplace absenteeism and disability in the
EU.

Pain medicine is not taught as a dedicated
subject in most European academic systems,
and not widely known in the broader
community.

Our recommendations:
• The European Commission and Member
States work together to promote policies
that reflect the link between pain and
employment
• The European Commission support
projects like CHRODIS-Plus for the
inclusion of pain into all training tools
• The European Commission and
Member states take into account the
recommendations from the PATHWAYS
project when reviewing current strategies
on chronic disease and employment
policies
Our commitment
• Civil society, healthcare professionals,
patient groups and industry representa
tives share best practice on flexible
work environment for people living
with pain and data gathered through
surveys on employment and chronic pain
to contribute to evidence-based policy
making

?

Our recommendations:
• The European Commission support
national governments in the coordination
of best practice
• The European Commission and Parliament
as well as Member States support
awareness raising activities, educating a
wide range of stakeholders about pain
management
• The European Commission and Member
states take pain management into
account in its planning of future health
workforce
• Member States promote wider access to
pain education within HCP education
Our commitment
• Civil society, healthcare professionals and
patient groups share best practices on
pain education for patients, healthcare
professionals, politicians and the broader
community
• Civil society, healthcare professionals
and patient groups continue working on
their educational programs and projects
targeted to these audiences

What can you do about it?
To stay involved, become a member of the SIP Stakeholder Group at the EU
Health Policy Platform (https://webgate.ec.europa.eu/hpf ) and endorse the
SIP Joint Statement via email to secretary@efic.org / info@pae-eu.eu
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Programme overview
Wednesday, 6 November 2019
19:30 – 21:30 Welcome Reception and Award Ceremony
“European Civic Prize on Chronic Pain –
Collecting Good Practices” (2nd Edition)

Thursday, 7 November 2019
08:00

Opening Registration & Marketplace

09:00 – 12:00 Plenary Session I
SIP 10th Years Anniversary: past, present and future
European Survey on National Pain Plans: results and implications
SIP Thematic Network Program 2018 – What´s next?
Pain Research - SIP Joint Statement implementation
Pain Education - SIP Joint Statement implementation
12:00 – 14:00 Lunch Break and Guided Poster Tours
SIP National experiences and SIP related initiatives
14:00 – 17:00 Plenary Session II
Pain and Employment - SIP Joint Statement implementation
Pain as a Health Quality Indicator SIP Joint Statement implementation
16:00 – 17:00 Panel Discussion and Closing
Pain on the Political agenda after the European Elections
Wrap up and next steps
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“SIP 10TH ANNIVERSARY:
PAST, PRESENT, AND FUTURE”
HAPPY BIRTHDAY SIP!
2019 marks 10 years of the Societal Impact of Pain Platform.
In October 2009, a small group of stakeholders joined forces with the aim of tackling the burden
of chronic pain in society. The name “Societal Impact of Pain” (SIP) was chosen more or less by
accident, based on a drawing made on a flipchart during the initial meeting of its founders.
Ten years later, the Platform has grown into a large community, with more than 300 endorsing
organisations from over 35 countries.
Bringing the community together to exchange best practice, provide support, and calling for
action at political level, SIP is widely considered a benchmark for integrated multi-stakeholder
collaboration towards concrete actions.
Some of the major milestones that SIP has achieved in the past ten years include:
2011: The Societal Impact of Pain A Road Map for Action (1)
The Road Map called on European governments and EU institutions to established an EU
platform to enable the exchange, comparison, and benchmarking of best practice between
member states on pain management and its impact on society; and use the platform to
monitor trends and provide guidelines to ensure harmonisations across EU member states.
2014: Informal Health Conclusions Italian Presidency, Informal Health Council (2)
During the informal EU Health Ministers meeting in 2014, the Italian Presidency placed pain
therapy and palliative care at the top of their agenda. The 28 EU health ministers pledged
to further promote the use of palliative care and pain therapy in the EU member states. The
common position reached put forward the need to create a European network ensuring
the training of professionals in the health sector and the exchange of information on the
effectiveness of therapies for the most vulnerable population groups.
2016: 8 Policy Recommendations: Time for Action (3)
Under the motto ‘Time for Action’, over 220 representatives of healthcare and stakeholder
organisations from more than 28 countries met and put forward eight policy recommendations
to the EU Institutions and national governments. The recommendations focused on
establishing an EU platform on the societal impact of pain, integrate chronic pain in EU
chronic disease policies and cancer strategies, initiate policies addressing the impact of pain
on employment, increase investment in pain research, and prioritise pain education within
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medical professional curricula as well as towards patients and the general public. These Policy
Recommendations (4) were reiterated at SIP 2017.
2017: Council Conclusions
In June 2017, the Council of the European Union on Employment, Social Policy, Health and
Consumer Affairs adopted Council Conclusions on “Encouraging Member States-driven Voluntary
Cooperation of Health Systems” (5). Under the Maltese Presidency, the Health Ministers agreed
that it was time to evaluate access to treatment for patients with chronic pain, while recognising
the need to maintain the balance between innovation, availability, accessibility and affordability.
The aim being to increase the effectiveness, accessibility, and resilience of health systems across
the European Union, and to identify priority areas where cooperation between health systems
may add value.
2018: SIP Thematic Network Joint Statement (6)
In 2018, SIP was selected the European Commission as one of just three topics for the Thematic
Network (TN) programme, hosted on the EU Health Policy platform. A Framing Paper and Joint
Statement were developed, with the support of many SIP stakeholder groups, and presented to
the European Commission in November 2018. The Joint Statement called on the EU Institutions
and member state governments (1) to promote pain as health quality indicator, (2) promote further
research on pain, (3) to address chronic pain as a factor in employment, and (4) promote pain
education of healthcare professional, patients and society at large.
2019: SIP collaboration with CHRODIS+ (7)
The 2018 SIP Thematic Network provided a unique opportunity to create new synergies and break
silos. In 2019, SIP has started collaborating with the Joint Action of the European Commission,
“CHRODIS+”, which aims to implement pilot projects and generate practical lessons in the area of
chronic diseases. Through CHRODIS+, 42 Partners representing 21 European countries collaborate
to implement pilot projects and generate practical lessons in the field of chronic diseases.
SIP is particularly involved in Work Package 8 on employment and chronic conditions.
Without your support and active involvement, SIP would not be
as successful and impactful as it is today, for this we would like to
thank each one of you.
Please join us in celebrating ten years of collaboration
and action!
(1) https://www.sip-platform.eu/sip-platform/achievements/roadmap
(2) https://www.sip-platform.eu/sip-platform/achievements/eu-conclusions
(3) https://www.sip-platform.eu/resources/details/
societal-impact-of-pain-2016-8-policy-recommendations-time-for-action
(4) https://www.sip-platform.eu/resources/details/SIP_2017_Policy_Recommendations
(5) https://eur-lex.europa.eu/legal-content/EN/ALL/?uri=CELEX:52017XG0630(01)
(6) https://www.sip-platform.eu/resources/details/sip-thematic-network-2018-joint-statement
(7) https://www.sip-platform.eu/resources/details/sip-collaboration-with-chrodis

SIP
Societal Impact of Pain

33

SIP
Societal Impact of Pain

European Survey on National Pain Plans:
Results and implications
Session Objective
The most recent SIP Survey on National Pain Plans will be presented during this session.
Discussions will focus on identifying how national pain plans and pain policies have
developed since the original survey in 2011.
Speakers will discuss how these results reflect the current status at European and national
level as well as what implications these findings have on addressing the societal impact
of pain, with focus on the four thematic areas of the SIP Joint Statement. The session
will pave the way for a more in-depth policy discussion on each section of the SIP Joint
Statement in the respective sessions.
Policy Opportunities
At European level, the Survey provides a snapshot of pain policies in Europe and provides
an opportunity to design evidence-based policies. Similarly, at national level, the Survey
can provide impetus to call on policymakers to implement a national pain plan and identify
gaps in current approaches and stakeholder involvement in policy making.
Background
In 2011, SIP published The Societal Impact of Pain A Road Map for Action (1). It called
on European governments and EU institutions to established an EU platform to enable
the exchange, comparison, and benchmarking of best practice between member states
on pain management and its impact on society; and use the platform to monitor trends
and provide guidelines to ensure harmonisation across EU member states. SIP partners
adapted the 2019 Survey to capture the status of implementation of the policy priorities,
which were identified in 2018 in the SIP Joint Statement (2).
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The Societal Impact of Pain
– A Road Map for Action
European Road Map Monitor 2011

Pilot Project - Preliminary Results
Publisher:
E. Alon, H.G. Kress, R. Langford, N. Krcevski Skvarc,
R.-D. Treede, G. Varrassi, K. C. P. Vissers, J. C. D. Wells

To better understand the existing status of
the priorities set out under the Road Map,
gauge progress, and provide evidence for
policy makers, a questionnaire was designed
to monitor the national implementation
of the SIP 2011 Roadmap (3), throughout
Europe.

Authors:
Rolf-Detlef Treede, Medical Faculty Mannheim,
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The exercise was repeated in 2014 (4).
The SIP Steering Committee agreed to conduct the survey once again in 2019, to get an
overview of the status of national pain plans across Europe and to identify any changes
in national pain policies.
The 2019 survey collected information on:
· General questions related to national pain networks
· Indicators related to the measurement and monitoring of pain
· Research, notably on funding of pain research
· Employment, with pain as the number one reason for absenteeism and disability
· Education, assessing whether pain is a dedicated subject for HCPs training,
patient education and general public awareness
Initially launched as a pilot in Spain during the summer of 2019, the broad roll-out to all
European countries began in October 2019.
The results of the survey and its implications will be presented and discussed during the
SIP 2019 Symposium.

(1) https://www.sip-platform.eu/resources/details/national-pain-plan-survey-2011
(2) https://www.sip-platform.eu/resources/details/sip-thematic-network-2018-joint-statement
(3) https://www.sip-platform.eu/sip-platform/achievements/roadmap
(4) https://www.sip-platform.eu/resources/details/national-pain-plan-survey-2014
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SIP Thematic Network Programme 2018 –
What’s Next?
Session Objective
This session will highlight how SIP and its national Platforms have used the 2018 SIP
Joint Statement to ensure implementation of the policy recommendations and how they
have been collaborating with other stakeholders to continue the great momentum the
Joint Statement created.
Policy Opportunities
The Joint Statement of Policy Recommendations offers an opportunity to highlight where
unmet needs and opportunities lie, both at European and national level, and join or launch
projects and activities to address these recommendations. National SIP Platforms can also
call for national versions of the Joint Statement as well as its implementation.
Background
In 2017, the topic of the societal impact of pain was selected as one of three Thematic
Networks (TN) on the EU Health Policy Platform topics for 2018, by the European
Commission. The outcome of the SIP TN was a Framing Paper and the Joint Statement
of Policy Recommendations (1). To date, the Joint Statement has received endorsements
from over 100 organisations as well as endorsements from 11 Members of the European
Parliament (2014-2019 legislative period).
To ensure that the Joint Statement remains on the forefront of the minds of the key
policymakers and influencing stakeholders, SIP intends to continue its focus on implementing
the Recommendations at EU level as well as support national implementation.
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In 2019, as a direct follow-on from the SIP Thematic Network outcomes, SIP is collaborating
with the Joint Action of the European Commission CHRODIS+ (2), which aims to
implement pilot projects and generate practical lessons in the area of chronic diseases.
CHRODIS+ includes 42 Partners representing 21 European countries, who collaborate to
implement pilot projects and generate practical lessons in the field of chronic diseases.
SIP is represented by our partner Pain Alliance Europe (PAE) and is particularly involved
in the Work Package (WP) 8 on Employment and Chronic Conditions.
The Joint Statement has also been used as a basis for ongoing activities at national level,
aligned with the four categories. Several countries have already identified and driven
activities aimed at key stakeholders to ensure national implementation. In July 2019,
SIP Belgium released a national SIP Joint Statement, explaining their goal to achieve
better pain care and pain management as well as to improve the (re)integration of pain
patients in the workforce and society by developing and presenting multi-stakeholder
recommendations to policymakers (3).
Further, the Joint Statement has also been introduced to newly elected and re-elected
Members of the European Parliament (MEPs) who have entered the 2019-2024 legislative
period, and SIP has committed itself to continue to call for these Recommendations and
seek further endorsement from MEPs, in the new legislative period.

(1) https://www.sip-platform.eu/resources/details/sip-thematic-network-2018-joint-statement
(2) https://www.sip-platform.eu/resources/details/sip-collaboration-with-chrodis
(3) https://www.sip-platform.eu/resources/details/sip-belgium-has-released-a-national-sip-joint-statement
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SIP Joint Statement Implementation –
Pain Research
Session Objective
Since the publication of the Joint Statement in 2019, SIP and its national Platforms have
been actively seeking to raise awareness of and implement the Recommendations. In this
session, speakers will present activities which have been launched in 2019 to address the
Recommendations on pain research.
Policy Opportunities
The publication of the Joint Statement offers an opportunity for national SIP Platforms and
other supporters to call for its implementation, both at European and national level. The
new EU Multiannual Financial Framework as well as the newly proposed EU Mission on
Cancer, can both offer opportunities to foster pain research. Aside from research funding
opportunities at EU level, national stakeholders can also learn from best practice examples
from national SIP platforms on how to advocate for furthering pain research and share
their own success stories and challenges.
Background
Whilst projects co-funded by the European Commission and Member States exist, the
Joint Statement highlights that the funding for pain research is inconsistent on EU and
Member State levels. There is currently also not enough total funding into pain research
in Europe to adequately meet the needs of patients.
At European-level, the Innovative Medicines Initiative (IMI), a EU public-private partnership,
funds the IMI Pain Care (1) research project, which focuses on three specific challenges:
“Use of Patient Reported Outcome Measures for patient – health care professional
contacts in acute and chronic pain management; improving translatability of functional
biomarkers in pain pathways; and improving translation in chronic pelvic pain.” (2) Other
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major initiatives include, the Brain, Mind, and Pain Patient-Centred Innovation Grant (3),
the European Brain Council Value of Treatment Study (4), and the EULAR RheumaMap (5).
At national level, a number of initiatives have taken place. For example, the Malta Health
Network and No Pain Foundation, Malta organised a conference on the “quality of life
and the impact of pain on Maltese citizens” (6). Discussions at the conference focused
on the results of a pain research project which was carried out by the Malta Health
Network and No Pain Foundation. A multi-disciplinary expert group from Malta designed
and conducted this study, which started in 2017 and was reported in 2018, based on a
random sample of 1,100 members of the general public. During the conference, speakers
highlighted the findings which noted a strong impact on the quality of life and burden
on pain patients, compared Maltese pain research data with European data on chronic
pain and its impact on patients, family, and society, and focused on key policy proposals
to address the impact of pain on Maltese citizens.
The results of the survey and its implications will be presented and discussed during the
SIP 2019 Symposium.

(1) https://www.sip-platform.eu/resources/details/what-has-happened-since-imi-pain-care-was-launched
(2) https://www.sip-platform.eu/resources/details/sip-thematic-network-research-on-pain
(3) http://bmp-grant.eu/
(4) http://www.braincouncil.eu/activities/projects/the-value-of-treatment
(5) https://www.eular.org/myUploadData/files/RheumaMap.pdf
(6) https://www.sip-platform.eu/resources/details/conference-on-quality-of-life-and-the-impact-of-pain-on-maltese-citizens
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SIP Joint Statement Implementation –
Pain Education
Session Objective
Since the publication of the Joint Statement in 2019, SIP and its national Platforms have
been actively seeking to raise awareness of and implement the Recommendations. In this
session, speakers will present activities which have been launched in 2019 to address the
Recommendations on pain education.
Policy Opportunities
The publication of the Joint Statement offers an opportunity for national SIP Platforms
and other supporters to call for its implementation, both at European and national
level. With an ageing population and a chronic pain prevalence of 1 in 5 people in
Europe, healthcare professional training on pain management remains an urgent issue
to address. The Joint Statement offers an opportunity for national SIP platforms to call on
policy makers to improve national health workforce planning policies and encourage a
coordinated approach to the exchange best practice, notably on how to foster knowledge
on pain management targeting healthcare professionals, patients, and general public.
Background
Pain education has two elements: 1. formal academic education and 2. awareness raising
and wider stakeholder education (1).
Pain medicine is not taught as a dedicated unit in most European medical schools and
there is a lack of awareness of the societal impact of pain in the broader community.
At national-level, SIP Portugal met in March 2019 to launch a Joint Declaration (2) on
actions to be taken regarding employment and education. SIP France has also pledged to
prioritise academic education to encourage more pain physicians in the future (3).
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Only 22% of medical
schools in the EU
offer a dedicated pain
medicine module.

Alongside formal academic education, education of other stakeholders is of equal
importance. Notable stakeholders include policymakers, patients, healthcare management,
and employers/employment organisations and unions. There has been limited EU- or
Member State-led activity in relation to specific pain-focused awareness raising activities.
Most awareness raising activities have been conducted by civil society, aimed at the general
public as well as to policymakers. These include the SIP Platform Annual Symposium and
the European Parliament Brain, Mind, and Pain (BMP) Interest Group (4). Activities aimed
at the wider general public include International Pain Awareness Month (5) and the Pain
Toolkit (6).

(1) https://www.sip-platform.eu/resources/details/sip-thematic-network-pain-education-of-healthcare-professional-patients-and-society
(2) https://www.sip-platform.eu/resources/details/joint-declaration-of-the-platform-for-the-social-impact-of-pain-in-portugal-recommendations-for-action
(3) https://www.sip-platform.eu/resources/details/francoise-thomas-reports-from-the-lack-of-qualified-physicians-to-treat-chronic-pain
(4) http://www.brainmindpain.eu/
(5) https://www.iapo.org.uk/events/international-pain-awareness-month
(6) https://www.paintoolkit.org/about
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SIP Joint Statement Implementation –
Pain and Employment
Session Objective
Since the publication of the Joint Statement in 2019, SIP and its national Platforms have
been actively seeking to raise awareness of and implement the Recommendations. In this
session, speakers will present activities which have been launched in 2019 to address the
Recommendations on pain the employment sector.
Policy Opportunities
The publication of the Joint Statement offers an opportunity for national SIP Platforms
and other supporters to call for its implementation, both at European and national level.
For example, SIP’s involvement in the EU project, CHRODIS+, offers a further opportunity
for the national SIP Platforms to be leveraged and used to stress the unmet needs and
gaps related to the work condition of people living with chronic pain. Indeed, it offers an
opportunity to play an active role and provide recommendations to policymakers which
can be replicated for the management of both pain and other chronic conditions. Pain and
employment have been the focus of several national platforms, offering an opportunity
for the exchange of best practice and offer activities for adaptation in other countries.
Background
Since the adoption of the Joint Statement, several national Platforms have been active in
raising its awareness and seeking implementation at national level and European level.
The Portuguese Social Pain Platform (SIP Portugal) organized a meeting (1) with eight
companies from different sectors of activity to present measures that aim to promote the
maintenance of work or professional reintegration of the person with chronic pain, in
order to reduce absenteeism and presentism, as well as early retirement due to disability.
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Chronic pain has a major
impact on workforce
participation and
productivity.

In addition, SIP Belgium released a national SIP Joint Statement, outlining their goal to
achieve better pain care and pain management as well as improve the (re)integration of
pain patients in the workforce and society by developing and presenting multi-stakeholder
recommendations to policymakers (2).
At European level, the European Parliament Interest Group on Brain, Mind and Pain
held a meeting (3) in the European Parliament in early 2019, bringing together patient
organisations, institutions and industry to discuss the stigma and discrimination attached
to long-term neurological disorders (i.e. migraine, multiple sclerosis) and chronic pain
conditions.
Furthermore, as a direct follow-on from the SIP Thematic Network outcomes, SIP is
collaborating with the Joint Action of the European Commission CHRODIS+ (4), which aims
to implement pilot projects and generate practical lessons in the area of chronic diseases.
CHRODIS+ includes 42 Partners representing 21 European countries, who collaborate to
implement pilot projects and generate practical lessons in the field of chronic diseases.
SIP is represented by our partner Pain Alliance Europe (PAE) and is particularly involved
in the Work Package (WP) 8 on Employment and Chronic Conditions.

(1) https://www.sip-platform.eu/resources/details/sip-portugal-meets-companies-to-address-impact-of-pain-on-employmentc
(2) https://www.sip-platform.eu/resources/details/sip-belgium-has-released-a-national-sip-joint-statement
(3) https://www.sip-platform.eu/resources/details/fighting-discrimination-at-work-for-people-with-chronic-pain-conditions
(4) https://www.sip-platform.eu/resources/details/sip-collaboration-with-chrodis
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SIP Joint Statement Implementation –
Pain as a Health Quality Indicator
Session Objective
SIP has been actively calling on the EU and Member States to promote and implement the
roll-out of the 11th revision of the WHO International Classification of Diseases (ICD-11)
and the WHO International Classification of Functioning, Disability and Health (ICF), with
a specific focus on pain in health policies. During this session, SIP’s recommendations will
officially be presented and delivered to the future German EU Presidency.
Policy Opportunities
Despite the strong political consensus of the recent past, there is still a need to continue
translating intention into decisive and effective action to improve pain care in the daily
practice of healthcare delivery for the benefit of patients and society. In order to evaluate
and improve access to treatment for patients with chronic pain, the work started under
previous EU Presidencies needs to be continued. At policy level, the biggest hurdle
identified is that there is a huge data gap in how we measure and monitor the societal
impact of pain across the EU.
The implementation of both ICD-11 and ICF as well as their combined use will contribute
to the transformation of healthcare in the Digital Single Market, which is a key policy
priority for the EU and Member States to facilitate access to digital services in healthcare.
Further, this would be an important first step towards the practical roll-out of the common
definition and classification of chronic pain for documentation and policy purposes.
It will also enhance research reports by using more precise definitions and improve patient
management through adequate diagnostic classification. The pro-active use of the ICD-11
and ICF for pain documentation will provide the opportunity to learn from the practices
of EU Member States.
Background
SIP is celebrating its first ten years of activities, which have been marked by major
achievements at both EU and national levels.
Key to ensuring major policy changes is the support of the EU Presidencies. After the
endorsement of SIP by the Hungarian EU Presidency in 2011 and the support of the Danish
EU Presidency in 2012, a big step was taken in 2014 under the Italian Presidency of the
Council of the EU (1) (2). For the first time, European Health Ministers jointly stressed the
relevance and importance of the Societal Impact of Pain campaign. They also reached a
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We need a consistent
metrics for chronic
pain across the EU.

common position on the need to create a European network on pain therapy, ensuring the
training of professionals in the sector, and exchange of information on the effectiveness
of therapies for the most vulnerable population groups.
In 2017, under the leadership of the Maltese EU Presidency, European Health Ministers
agreed on the evaluation of the current situation around access to treatment for patients
with chronic pain (3). Improving access to treatment for patients with chronic pain and
increasing the quality of pain care could lead to significant social and economic gains. A
broad political consensus for policy action on these issues has been built at the European
level.
Against this background, the upcoming Trio Presidency composed of Germany (JulyDecember 2020), Portugal (January-June 2021) and Slovenia (July-December 2021) offers
a great opportunity for the EU Member States to ensure effective action, addressing the
societal impact of pain when it comes to the implementation of the policy recommendations
of the SIP Joint Statement covering health quality indicators, research, employment and
education (4) (5). The SIP partners hope to cooperate with the upcoming Presidencies of
the Council of the EU, beginning with Germany, to help the EU Member States to bridge
the gap in how the societal impact of pain is measured and monitored.

References
1. SIP. Background Materials on SIP 2011 Symposium. https://www.sip-platform.eu. [Online] 2011. [Cited: 26 09 2019.] https://www.sip-platform.eu/events/
archive/sip-2011/materials.
2. Italian presidency of the Council of the EU. Summary of the conclusions of EU Health Ministers meeting in Milan. [Online] 23 September 2014. [Cited: 26 July
2016.] http://italia2014.eu/en/news/post/conclusioni-informale-salute.
3. Council of the European Union. Council Conclusions on Encouraging Member States-driven Voluntary Cooperation between Health Systems
(2017/C 206/02). Official Journal of the European Union. [Online] 16 06 2017. [Cited: 26 09 2019.] https://eur-lex.europa.eu/legal-content/EN/
ALL/?uri=CELEX:52017XG0630(01).
4. Permanent Representation of the Federal Republic of Germany to the European Union. Trio Presidency of Germany, Slovenia and Portugal in the EU. [Online]
23 05 2019. [Cited: 26 09 2019.] https://bruessel-eu.diplo.de/eu-en/aktuelles/-/2220706.
5. SIP. SIP Thematic Network 2018 - Joint Statement now available in several languages. https://www.sip-platform.eu. [Online] 24 07 2019. [Cited: 26 09 2019.]
https://www.sip-platform.eu/resources/details/sip-thematic-network-2018-joint-statement-now-available-in-several-languages.
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Pain on the Political Agenda after
the European Elections
Session Objective
The European elections in May 2019 ushered in a new European College of Commissioners,
a new President of the Council of the EU, and a new legislative period for the European
Parliament. In this session, speakers will discuss how the new political environment will
impact pain policy at EU-level. Speakers will also explore opportunities with the upcoming
German Presidency in 2020.
Policy Opportunities
With the new impetus that comes with a new legislative period, there is an opportunity
to renew focus on the societal impact of pain at policy-level, continue to call for and
implement pain-focused policy initiatives at European-level, as well as gather further
support of SIP initiatives. The new European Commission announced a health-specific
focus on “beating cancer”, with a specific focus on survivorship and palliative care, where
pain is a key factor. In addition, with the upcoming German Presidency’s focus on digital
health, there is opportunity to highlight the importance of pain in other key diseases areas.
Background
Following the European elections in May 2019, the European Institutions returned to work
in September. The new European Parliament legislative period started on 2 September
2019, whilst the newly appointed Commission President, Ursula von der Leyen, presented
her new College of Commissioners on 10 September 2019. The new Health Commissioner,
Stella Kyriakides, has herself mentioned that she is a chronic disease patient and health
advocate.
The European Parliament’s 2019-2024 legislative period saw the centre-right European
People’s Party (EPP) and centre-left Socialists & Democrats (S&D) lose their large majorities
as well as welcomed the arrival of more newly elected Members, than before. This diversity
could signify changes in political agreements, priorities, and coalitions during the decisionmaking process.
The Presidency of the Council of the EU is not affected by the European elections
as the Presidency is run by the Member State government, as appointed through an
agreed rotational system, for a period of six months. The Presidency is responsible for
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the functioning of the Council of the EU. This includes chairing all Council meetings,
determining the work programme and priorities during that time, and facilitate dialogue
with other EU Institutions, e.g. concerning new EU legislation and positions. To ensure
a smooth and continued programme, Presidencies are grouped as “Trios”. The German
Presidency will take place between 1 July and 31 December 2020 and will be the first of
the Trio, with Portugal and Slovenia.
SIP has previously received support from EU Presidencies including:
· The Hungarian Presidency’s support for the 2011 SIP Symposium (1) and agreed for the
use of its logo during the Symposium.
· Facilitating support from the Danish Presidency in 2012.
· In 2014, under the Italian Presidency, Health Ministers (2) reached a common position
on pain therapy during the informal Health Council meeting, including this position in
its subsequent Council Conclusions. For the first time the European Health Ministers
jointly stressed the relevance of the Societal Impact of Pain. They also reached a common
position on the need to create a European network regarding pain therapy, ensuring
training of professionals in the sector and exchange of information on the effectiveness
of therapies for the weakest population groups.
· SIP 2017 (3) was made possible with the support of the Maltese Ministry for Health
Malta and financial support provided by the Maltese Ministry for Finance and took place
under the auspices of the agenda of the 2017 Maltese Presidency of the Council of the
EU. Under the leadership of the Maltese Presidency of the Council of the EU, EU Health
Ministers agreed on the evaluation of the current access to treatment for patients with
chronic pain (4).

(1) https://www.sip-platform.eu/events/archive/sip-2011
(2) https://www.sip-platform.eu/sip-platform/achievements/eu-conclusions
(3) https://www.sip-platform.eu/events/sip-2017
(4) Council of the European Union; Council conclusions on Encouraging Member States-driven Voluntary Cooperation between Health Systems; 16 June 2017;
Official Journal of the European Union; (2017/C 206/02); https://eur-lex.europa.eu/legal-content/EN/ALL/?uri=CELEX:52017XG0630(01); see also https://
www.sip-platform.eu/newsroom/news/eu-health-ministers-call-for-action-on-access-to-treatment-for-patients-suffering-from-chronic-pain
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Societal Impact of Pain (SIP) – How to build
powerful SIP National Platforms?
Background and aims
Pain puts a serious burden on individuals and society. The European
Societal Impact of Pain (SIP) platform is a multi-stakeholder platform
which has been established in 2009. SIP has been demonstrated
to be extremely successful, for example with the selection as a
Thematic Network on the EU Health Policy Platform in 2018. SIP EU
has now started to establish SIP national platforms (NP) following
the same strategy.

Authors:
Vittoria Carraro1,
Gudula Petersen2,
Joop van Griensven3
1 European Pain Federation
EFIC, Brussels, Belgium
2 Grünenthal GmbH, Aachen,
Germany
3 Pain Alliance Europe, Diegem,
Belgium

Methods
The first step has been to identify national allies of SIP to represent
the different stakeholder groups like patient advocacy groups,
healthcare organisations and other. Under the guidance of SIP EU country specific
evaluations have been performed to identify national gaps and needs how to improve
management of pain. SIP NP members have been trained how to efficiently address these
topics to policy maker. A network of SIP NP has been established to share best practices
and provide a toolkit with helpful materials.

Results
Until now, nine SIP NP have been built in Malta, France, Spain, Portugal, Belgium, Slovenia,
Ireland, Finland and the Netherlands. Several important meetings took place, for example
the Spanish Pain Forum or a meeting in France hosted by the Ministry of Health. Position
paper have been developed and other relevant documents depending on the country
specific situations.
Conclusions
It is well acknowledged by policy makers in Brussels that the successful strategy of SIP on
EU level is now implemented on member state level as well to tackle the societal impact
of pain. More SIP NP are expected to start soon.
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The SIP Toolkit
Objective
The SIP Toolkit aims to be a practical step-by-step guide for national actors active in pain
care – healthcare professionals, researchers, patients and industry - who wish to either
set up a new Societal Impact of Pain National Platform (SIP NP) in countries where it
does not yet exist or strengthen existing platforms. National stakeholders will find insights
on how to launch the platform, build its legitimacy and recognition, ensure adequate
representativeness, accountability as well as to build its long-term sustainability.
Policy Opportunities
European Institutions play an important role in driving public health policies in Europe.
They identify common challenges, encourage cooperation between the EU Member States
and, if necessary, lend support to their action. At the same time, Member States remain
autonomous in their health policy. Societal Impact of Pain Europe (SIP Europe) realises that
the best results can be obtained in close alignment with national stakeholders in a bottomup and top-down approach, thereby ensuring optimal key stakeholder management on
both national and EU-level. Therefore, existence of robust National SIP Platforms (NP SIP)
is crucial for a successful formulation and implementation of pain care policies in Europe.
Background
The toolkit aims to encourage closer collaboration between national actors and SIP Europe
to increase capacity building as well as share knowledge and good practice. It consists
of concrete support materials to make the process of establishing and running a national
platform as straight-forward as possible.
Based on experience from SIP Europe as well as existing national platforms, the toolkit
offers recommendations and useful resources that have been tried and tested and can be
easily transferred and translated into the local platform and national system.
These include:
· A step-by-step outline of how to set up a national platform, including defining its
mission and objectives, identification of key stakeholders, and the identification of
existing national resources and gaps;
· Support on how to develop your “pitch”, speaking at meetings with key policymakers
and other stakeholders, and how to engage with media and journalists;
· Support on how to organise events and use social media; and
· Support on how to align and coordinate your national strategy and activity with SIP
Europe and other national platforms.
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The toolkit also hosts a
full range of “useful re
sources”, such as the key
messages, an “elevator
pitch”, good practice
examples, important tem
plates, and additional
key documents from SIP
Europe which can be used
by national platforms.

SOCIETAL IMPACT OF PAIN
SIP TOOLKIT
How to establish and successfully
manage SIP national platforms (NP)?
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This toolkit aims to be
a menu of “a-la-carte”
options that can be picked separately, in line with the current needs of a given country
and is considered a living document, which can be updated based on the latest learnings
and best practice examples.
Toolkit_Sip_1_Lay10.indd 1
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Engage with policy
makers, e.g. via meetings

Consider develop a concise
policy asks document

Identify key stakeholders and relevant
resources for policy engagment

SIP advocacy guidance with
standardised methodology
Identify SIP allies and
priorities at national level
Identify individual representatives of the SIP Partners,
meet and define priorities at national level
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Societal Impact of Pain (SIP) – Experiences
from a SIP National Platform in Belgium
Authors:
Saskia Decuman1,
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Steven Brabant3,
Eline Bruneel4,
Bart Morlion5
1 National Institute for Health
and Disability Insurance
(RIZIV), Brussels, Belgium;
2 Belgian Pain Society (BPS),
Pellenberg, Belgium;
3 National Federation of
Independent Health Insurance
Funds (MLOZ), Brussels,
Belgium;

Background and aims
Pain puts a serious burden on individuals and society. In Belgium,
23% of adults have moderate to severe chronic pain1. Chronic
pain accounts for 60%2 of permanent work incapacity, and it
is estimated that 42% of Belgian families are confronted with
its consequences3. Under the umbrella of the European Societal
Impact of Pain (SIP) platform a SIP national platform (NP) has been
established in Belgium and carried by the Belgian Pain Society
(BPS), the Flemish Patient Platform, the National Federation of
Independent Health Insurance Funds (MLOZ), the National Institute
for Health and Disability Insurance (RIZIV), the European Pain
Federation (EFIC) and Grünenthal.

Methods
A common SIP strategy has been followed to build a coalition of
national SIP allies and to identify the most relevant gaps and needs
5European Pain Federation
EFIC®, Brussels, Belgium
on how to achieve better care and improve pain management. In
Belgium, a multi-stakeholder start-up team composed of the Belgian
Pain Society (BPS), the Flemish Patient Platform, the National Federation of Independent
Health Insurance Funds (MLOZ), the National Institute for Health and Disability Insurance
(RIZIV), the European Pain Federation (EFIC) and Grünenthal was asked to help bridge
the SIP EU platform with a new Belgian group, SIP BE. Representatives from the start-up
team gathered together in 2018 to establish SIP BE.
4 Flemish Patient Platform,
Heverlee, Belgium;

In its first phase, the start-up team worked on the SIP BE framing paper and the associated
Call to Action to be used as a tool for outreach to additional stakeholders from the pain
community, inviting them to be part of the platform.
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In its second phase, SIP BE will be enlarged from the start-up team to a multi-stakeholder
steering committee including healthcare professionals, pain advocacy groups, healthcare
insurance providers, representatives from health authorities, regulators and budget
holders. Its first meeting will take place during the occasion of the SIP 2019 Symposium.
In its third phase, the multi-stakeholder steering committee will be invited to a series of
policy workshops throughout 2020.
Results
Key focus areas for SIP BE will be the (re)integration of chronic pain patients into the
workforce as well as wider society. The output of the work conducted by SIP BE and notably
through the policy workshops will be a set of concrete policy recommendations where SIP
BE will position itself as an enabler for their implementation.
Conclusions
Since SIP BE has been established, it has demonstrated that it is possible to gather different
stakeholders around the table and work together to achieve major policy changes. This
is a significant milestone in terms of tackling the societal impact of pain in Belgium, as
well as advocating for better pain care and improved management of pain to national
policy makers.
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Societal Impact of Pain – Taking its first
steps in Finland
Authors:
Helena Miranda1,
Marja Kinnunen2,
Liisa Jutila3

Healthcare professionals and decision makers do not co-operate
enough with chronic pain patients - not in Finland, nor anywhere
else in the world. Without patient-centered approach and patients’
voice being heard, it is difficult, if not impossible, to make a
meaningful change.

1 Finnish Association for the
Study of Pain,

We share – both healthcare professionals and pain patients – a
common goal: at an individual level, we want pain to be treated
effectively, suffering to diminish and functioning and work ability
3 Finnish Pain Association
to improve. At the societal level, we demand improvements to
the quality and quantity of care and more education to laymen
and professionals. Shared goal can only be achieved by working together considerately,
constructively, sensibly and transparently. Pitting against each other and throwing “sticks
and stones” (blame and guilt) from one’s own trench warfare does not build anything,
it only destroys.

2 Finnish Musculoskeletal
Association,

SIP Finland platform will have its kick off -seminar in November 29th 2019 in Helsinki,
Finland. The seminar will be held in English and the whole day will be streamed to the net by
the National public service broadcasting company (YLE). Seminar day is a product of fruitful
co-operation of three organizations with the help of SIP Europe: Pain Patients’ Association
(Suomen Kipu Ry), Finnish Musculoskeletal Association (an umbrella organization for
several patient and healthcare professional associations) and the Finnish Association for
the Study of Pain (FASP, representing professionals in pain management and research).
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A lot needs to be done and soon. We have massive numbers of people on temporary
or permanent work disability due to chronic pain. Surgical treatment is much more
common in Finland than e.g. in Sweden or Canada, even though scientific evidence of
the effectiveness of surgery in chronic musculoskeletal pain is lacking. Primary healthcare
is not providing comprehensive pain management, and hospitals’ pain clinics are not able
to meet all the referred patients.
Luckily, we have many things to cheer for. For example, the traditional doctor-driven system
is changing into more multi-professional one. A good example of this is the direct access
to physiotherapist in the primary healthcare. It is spreading like wildfire all over Finland.
It is a very effective tool to provide enough time, proper examination and encouraging
pain education to people with musculoskeletal pain. Also, learning more about verbal and
non-verbal communication with the aim of reducing nocebo is also raising interest among
professionals. Current Care Guidelines about various pain conditions are produced and
updated regularly. Web-based and online education and support is evolving. And most
importantly, the fundamental forces are now united to make the difference.
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Societal Impact of Pain – Experiences from
a SIP National Platform in France
Authors:
Gisele Pickering1,
Frederic Aubrun2,
Serge Perrot2,
Francoise Alliot Launois3,
Franck Telmon4,

Background and aims
Pain brings a serious burden on individuals and on the society.
Under the umbrella of the European Societal Impact of Pain (SIP)
platform, a SIP national platform has been established in France. It
aims at improving pain care policies by gathering a broad coalition
of multi-disciplinary organizations.

Aude Alfonsi4
1 European Pain Federation
EFIC, Brussels, Belgium
2 Societe Francaise d’Etude
et Traitement de la Douleur,
Montferrat, France
3 Association Francaise de Lutte
Anti Rhumatismale,Paris,
France
4 Grünenthal, Nanterre, France
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Methods
SIP France strategy was first to build a pain position paper
endorsed by medical societies, patient associations and healthcare
professional organizations involved in pain care. Second step was
to put pain as a health priority by spreading the position paper
through a national event. Regional round tables were the third step
to involve local physicians, patients and politicians, and share local
positive experience on pain patient care pathway improvement.
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Results
Eighteen representatives from medical societies (pain, rehabilitation, geriatrics, emergency,
anesthesiology, rheumatology), patient organizations (pain, fibromyalgia, rheumatology)
and healthcare professional organizations (general practitioners and pharmacist) came
together in May 2018 to provide concrete measures to improve pain care pathway by
focusing on 5 axes: integration, prevention, participation, protection and mobilization
. SIP France obtained the patronage of the Minister of Health for a national meeting
in October 2018 at the Ministry of Health and diffuse the guidelines to a hundred
participants,heathcare professionals, national health authorities and politicians. A first
regional round table was organized in February 2019 with fifty representatives.
Conclusions
SIP France demonstrated that all stakeholders involved in the healthcare system worked
closely together. This is a significant milestone to tackle the Societal Impact of Pain in
France and to advocate for a better pain management to national policy makers. Two
additional regional round tables are scheduled in 2019.
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Societal Impact of Pain – Experiences
from a SIP National Platform in Malta
Authors:
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Mario Grixti3,
Christopher Vella, MHN1
1 SIP Malta, Malta Health
Network, Valletta Malta,

Background and aims
In 2017, the European SIP Symposium “Structured Cooperation
between Health Care Systems tackling the societal impact of pain”
took place under the auspice of the agenda of the 2017 Maltese
Presidency of the Council of the EU. On this occasion, the first
national SIP platform in Malta has started its work.

Methods
Representatives from the Maltese European Parliamentarians’
3 Primary Care Directorate
office, Maltese Parliament, Ministry of Health, Service providers,
Valletta Malta
professionals, patients and citizens’ organisations agreed to work
together to address the common theme of pain. SIP Malta was
initiated in 2016 to build a coalition of national SIP allies and to identify the gaps and
needs how to improve pain management in Malta.
2 SIP Malta, MAPHM, Valletta
Malta,

SIP
Societal Impact of Pain

60

SIP
Societal Impact of Pain

MALTA

Results
SIP Malta co-hosted the SIP 2017 symposium and presented a Maltese consensus paper.
This was followed by a research project on the impact of chronic pain in Malta. Results
were presented at a conference in 2018 which led to a position paper on chronic pain
for further policy work.
Conclusions
SIP Malta is a great example how to build a coalition of relevant stakeholders and to
advocate for better management of pain to national policy makers. Next step is to actively
contribute to the various consultation initiatives Government is issuing in preparation for
the National Health Strategy 2030. This means pain featuring across various sectors from
prevention to health at the workplace, access to adequate treatment in a timely manner
and further training and awareness amongst general public, patients and professionals.
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Societal Impact of Pain – Experiences from
a SIP National Plataform in Portugal
Authors:
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Background and aims
In Portugal pain related annual costs are extremely high and back
pain is the pathology that most burdens the Portuguese health
system. This leads to an unmeasurable suffering of those affected
and to a very low QoL of patients with chronic pain. To address
this, under the scope of the European SIP Platform, SIP Portugal
was established to improve pain care policies. This plataform brings
together representatives from Portuguese organizations with
an interest in pain care, such as: healthcare professionals, pain
advocacy groups, patient organizations and pharma.

SIP Portugal raises awareness of the impact that pain has on society,
as well as on the health and economic system, and discusses how different stakeholders
can cooperate to reduce this burden.
SIP Portugal is a partnership between Portuguese Association for the Study of Pain (APED)
and Grünenthal, SA.
Methods
SIP Portugal organized a meeting with eight companies from different sectors of activity
to present measures that aim to promote the maintenance of work or professional
reintegration of people with chronic pain, in order to reduce absenteeism and presenteeism,
as well as early retirement due to disability. SIP Portugal also organized a meeting with
associations representing occupational health and a meeting with scientiﬁc societies
composed of health professionals to promote dialogue on the employability of people
with chronic pain.
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Results:
Employment awareness has been identiﬁed as the priority area in Portugal. Joint statement
on employment was developed. Of the measures presented, the following should be
highlighted:
· The adaptation and ﬂexibility in full-time daytime jobs, in shifts, at night and / or with
irregular shifts that vary between night and day;
· The adaptation of the workstation and the promotion of ergonomic conditions; the
possibility of doing work from home;
· The bet on training and awareness about the problem of pain in the workplace but also
the alert for stigma, discrimination and coercion at work;
· The possibility of creating a support group for people with chronic pain within a company,
without prejudice to the work schedule, employees and employers.
SIP Portugal will be officially launch in 18th October.
Conclusions:
Only when working together can we face the huge societal challenge caused by the burden
of pain. SIP Portugal is a signiﬁcant milestone in tackling the societal impact of pain and
advocating for better management of pain to Portuguese policy makers.
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Societal Impact of Pain – Experiences from
a SIP National Platform in Slovenia
Authors:
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2 SZZB
3 PO
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Background and aims
Pain puts a serious burden on individuals and society. Under the
umbrella of the European Societal Impact of Pain (SIP) platform a
SIP national platform (NP) has been established in Slovenia. It aims
at improving pain care policies by gathering a broad coalition of
multi-disciplinary organizations.

Methods
A common SIP strategy has been followed to build a coalition of
national SIP allies and to identify the most relevant gaps and needs
how to improve pain management. In Slovenia representatives
from scientific and patients’ organizations, representatives from National Council, PAE,
Grünenthal and EFIC came together in October 2019 to establish SIP SLO. The event was
designed as conference with the aim to raise awareness on societal impact of pain in
Slovenia, establish SIP SLO Platform, to produce Position paper and to design action plan
for next two years.
Results
Recent survey in 2019 showed that 22% of Slovenians suffer chronic pain what is not
much improved from the data in 2007 (23%). Possible reasons for the persistence of
chronic pain prevalence are in inadequate pain education and consequent treatment and
pain patients’ rehabilitation. Further, chronic pain is mainly not recognized as diagnose and
enables common approach to the management of disease with its own right to prevention,
treatment and rehabilitation. Even in the case when pain is recognized as disease, we don’t
have all possibilities for the best management. Implementation of ICD-11 can contribute
to the improvement in the field of chronic pain management.
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From these reasons following areas have been identified as the key areas which will be
in the focus of SIP SLO Platform in next two years:
1 Improvement of pain education on professional, patients, political and
public level in 2020
2. Pain as indicator:
a) Acquiring of additional data about societal impact of pain and chronic
		 pain in Slovenia
b) fostering the implementation of ICD-11 in 2020
c) action for the establishment on National chronic pain policy
3. Preparing actions for the area of pain patients’ work reintegration in 2021
Conclusions
SIP SLO has been established and demonstrated that the different interest groups in pain
work closely together. This is a significant milestone to tackle the societal impact of pain
in Slovenia and to advocate for better management of pain to national policy makers.
With the proposed action plan of SIP SLO Platform we all together believe to the better
future for chronic pain patients and their better quality of life.
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Societal Impact of Pain – Experiences
from a SIP National Platform in Spain
Authors:
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Background and aims
Pain represents a serious burden for individuals and the whole
society. Under the umbrella of the European Societal Impact of Pain
(SIP) platform a national platform has been established in Spain. It
aims to improve pain care policies by gathering a broad coalition of
multi-disciplinary organisations, putting the patient in the centre.

Methods
A common SIP strategy has been followed to build a coalition
of national SIP allies and to identify the most relevant gaps and
needs on how to improve pain management. In Spain, patient
organizations, healthcare professionals and regional healthcare responsibles came
together in December 2018 to join the SIP Spain forum. Within three working groups,
relevant topics such as pain as a quality indicator, sharing best practices on coordination
and regional pain plans to ensure continuity of care and treatment of specific patients
groups were discussed.

3 General University Hospital,
Alicante Spain.
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Results
Areas for further development were identified. An holistic treatment of pain in care plans,
further healthcare professionals’ education on pain and the active involvement of patients
in pain treatment were identified as relevant topics to continue working on.
Conclusions
Within the first SIP Spain forum, the relevance of involving different interest groups in pain
care was discussed. This is a significant milestone to tackle the societal impact of pain
in Spain to advocate for better pain management at national and regional level. Sharing
the conclusions to promote the development of further regional pain plans will be key to
improve the current burden of pain in Spain.
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The Pain Alliance in the Netherlands;
the way forward!
Authors:
R.L.M. van Boekel, RN, PhD;
K.C.P. Vissers1, MD, PhD, FIPP.
1 Representatives of the
Board of Pain Alliance in the
Netherlands; Department
of Anesthesiology, Pain and
Palliative Medicine, Radboud
University Medical Center,
Nijmegen, The Netherlands.

Introduction:
Of all Dutch adults, 20% has chronic pain, of which 30% has pain
longer than 2 years. The Pain Alliance in the Netherlands (PA!N),
chapter of the International Association for the Study of Pain (IASP),
is a powerful partnership which aims to improve the quality of life
of patients with acute and/or chronic pain through prevention, to
develop and implement good multi-dimensional diagnostics and
adequate sustainable treatments.

Methods:
PA!N brings together all parties involved with the prevention,
diagnosis and treatment of pain. PA!N is the main contact point in the Netherlands for
the multidimensional approach to pain. PA!N ensures that public attention is increased for
unnecessary and insufficiently controlled pain and the damage it causes to the population
and the economy. PA!N encourages research concerning education and application of
optimal prevention, multidimensional diagnostics and treatment of patients with acute
and chronic pain, elaborated in four sub-objectives. These are: multidisciplinary guidelines,
professional education on pain and quality of life in the initial curriculum, patient education,
and pain research. PA!N closely works together with IASP, European Pain Federation EFIC
and Societal Impact of Pain.
Results:
An enthusiastic federation of 11 professional associations and 1 patient association has
been formed and milestones are already achieved. PA!N has a fact-book with the extent
of the pain problem and the severity of the burden of disease, including public health
effects. PA!N gave presentations to national politicians and policy makers to make them
aware of the extent and severity of the pain problem and the profits that can still be
achieved with good research and policy.
Conclusions:
PA!N has started with the first actions and results are promising! Chronic pain will be
positioned on the social and political agenda in the Netherlands to create structural policy
in the approach to pain and quality of life.
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Societal Impact of Pain – The role of
National Brain Councils (NBCs)
European National Brain Councils (NBCs), in coordination with
European Brain Council (EBC), aim at raising awareness of
neurological (but also chronic pain and mental health) conditions
in Europe and promote change for the benefit of people living with
Brain, Mind and Pain conditions, as well as their families, carers
and society as a whole.
National Brain Councils are coordinated with a core group of 4
NBCs (Belgium, France, Spain and Serbia) which act as observers
at the EBC board so to have concerted, harmonized and coherent
actions.

Authors:
Roland Pochet1,
François Mauguière2,
Jose-Luis Trejo3,
Pavle Andjus4,
Fréderic Destrebecq1
1 Belgian Brain Council,
2 Conseil Français du Cerveau,
3 Consejo Espanol del Cerebro,
4 Serbian Brain Council

NBCs have endorsed the Brain, Mind & Pain (BMP) evidence book.
More specifically and practically, already 12 National Brain Councils (Belgium, Croatia,
Czeh, France, Germany, Greece, Latvia, Malta, Portugal, Slovenia, Serbia and Spain) have
act on their respective Member States Ministers of Research to urge them to consider
prioritizing the “brain health” partnership -as currently proposed- within the top 3
priorities.
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Societal Impact of Pain – as a Thematic
Network of the EU Health Policy platform
Authors:
Vittoria Carraro1,
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Joop van Griensven2,
Gudula Petersen3,
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1 European Pain Federation
EFIC,
2 Pain Alliance Europe,
3 Grünenthal,
4 Active Citizenship Network

Background and aims
The Societal Impact of Pain (SIP)* Thematic Network is an innovative
initiative under the auspices of the European Commission. It aims
at improving pain care policies by involving a broad range of
stakeholders in the development of policy recommendations and
commitments to tackle the impact of pain on society.
Methods
In 2018, the SIP Thematic Network resulted in a Joint Statement
drafted on the EU Health Policy Platform with the coordination of
the European Commission, focused on 4 areas:
· pain indicators
· pain research
· pain and employment
· pain education

Lessons
The Joint Statement highlights opportunities for action and collaboration among the
European institutions, member States and civil society. Over 100 stakeholders including
patient groups, healthcare professionals, citizen organisations and policy makers endorsed
the SIP Joint Statement so far.
Conclusions
The Thematic Network program provides a great opportunity to connect with other
stakeholders across sectors and initiatives to tackle the Societal Impact of Pain building
on existing policy actions and paving the way for new initiatives at European and national
level.
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IMI-PainCare: ” Improving the care of
patients suffering from acute or chronic
pain” – an EU international initiative on pain
The Innovative Medicine Initiative (IMI) is a public-private
partnership between the EU and European pharma companies.
It facilitates collaborations between pharmaceutical companies,
universities, SMEs, patient organizations, and others to tackle
challenges with particular societal value such as pain.
The project IMI-PainCare set out to improve the management of
pain and is comprised of three sub-projects:

Authors:
Petra Bloms-Funke1,
Rolf-Detlef Treede2
1 Grünenthal GmbH Aachen,
Germany;
2 University of Heidelberg
Germany

· PROMPT: Use of Patient Reported Outcome Measures (PROMs)
for patient-health care professional contacts in acute and chronic
pain management.
· BioPain: Improving translatability of functional biomarkers in pain pathways.
· TRiPP: Improving translation in chronic pelvic pain.
Whereas the three sub-projects address distinct aspects and scientific challenges, bringing
them together into one project creates the opportunity for valuable cross-fertilization.
The IMI-PainCare Consortium is co-led by Prof. Rolf-Detlef Treede and Dr. Petra BlomsFunke, is made up of 40 partners from 14 different countries, with two of them from the US.
It is an unprecedented close cooperation between pharmaceutical companies, academia
and hospitals, SMEs, as well as patient organizations and pain societies.
The project started in April last year, will run for four years, and will end in March 2022.
It has a total budget is 23 Mio Euro, which should assure that the project will increase
the health and well-being of European citizens by improving the management of pain.
More information: WWW.IMI-PAINCARE.EU.

Acknowledgement: This project has received funding from the Innovative Medicines Initiative 2 Joint Undertaking under grant agreement No 777500. This Joint
Undertaking receives support from the European Union’s Horizon 2020 research and innovation programme and EFPIA Companies.
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The impact of Pain on Maltese Citizens:
A Cross sectional study.
Authors:
M Grixti Malta Health Network / SIP
Malta/Primary Health Care
Directorate - Valletta, Malta
G Buttigieg Malta Health Network /SIP
Malta- Valletta Malta
J Mamo Public Health Dept, University of
Malta - Valletta, Malta
C Baluci Malta Health Network /SIP
Malta- Valletta Malta
C Vella Malta Health Network /SIP
Malta- Valletta Malta

Background and aims
Scientific data on the burden of chronic pain and its impact on
the Maltese population is an original study adding to European
data. The objectives of this research were to obtain information
on the extent of the impact of pain on Maltese citizens, to discern
the frequency of diverse pain including chronic & severe pain, to
profile the burden of pain among adult sufferers in Malta, to assess
the socio-economic burden of pain and to assess the quality of
pain care management from the patient’s perspective to enable
better advocacy for evidenced-based policies thereby improving
the quality of life for persons with chronic pain.

Method
A cross-sectional survey (N = 1100) was undertaken across the
B Samolsky Dekel Maltese Islands, using mixed methodology approaching sample
No Pain Foundation, Sliema,
partially online (70%) and partially by telephone/mobile (30%)
Malta/ University of Bologna amongst adults aged over 18 years in Malta between December
Bologna, Italy
R Galea 2017 and January 2018. Qualitative research through 2 focus groups
Malta Health Network - Qormi,
was also carried out in February 2018. The tool of measurement
/University of Malta, Valletta,
for the quantitative telephone interviews was a modified SF-36v2®
Malta
S Fanalista Health Survey tool with 36 questions to measure functional health
No Pain Foundation, Sliema,
and well-being from the patient’s point of view. This was back
Malta
translated into Maltese. This tool, also utilised by other European
countries, covers the experience of pain and impact on the psychosocial aspects of person’s life as well as the choice of healthcare resources and health
related quality of life.
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Results
52.4% have experienced some extent of pain in the last 3 months while 22% indicated
that this pain was moderate to very severe and impacting greatly on their quality of life;
37.8% of respondents indicated that they had been experiencing pain for over 2 years,
followed by 26.9% who claimed that they have suffered from pain for less than 3 months.
Almost 65% of respondents experiencing pain identified as being musculoskeletal in
nature. 70% of respondents identified their GP as their first point of contact either in the
private or public health sector based on socio-economic issues and age groups. Around
75% of persons reporting pain lasting more than 3 months were satisfied with their
treatment. However, a percentage would not seek pain control services and accept their
condition. Work and quality of life were greatly impacted upon by pain with divergences
across social class. Almost 40% of the younger cohort reported a higher level of impairment
to their social activities due to their physical or emotional state.
Conclusion
Comparisons with other European studies shows that chronic pain in Malta is equally
common to most countries. Most of respondents suffering from chronic pain are generally
satisfied with their given treatment. This research produces previously unavailable data on
pain and its impact on the Maltese population and provides the basis for recommendations
for further improvement in the management of pain.

The ImpacT of paIn on malTese cITIzens.
facTs and recommended acTIons

Pain indicates that something is wrong with our body. Pain is defined by the
International Association for the Study of Pain (IASP) as ‘an unpleasant sensory
and emotional experience associated with actual or potential tissue damage’.
International research defines chronic pain
is pain that persists for more than 3 months.
In this research on the impact of chronic
pain in the Maltese citizens, carried out in
Malta in 2017, some people have reported
persistent pain lasting for 2 years and more.
Data indicates that 20% of Malta’s adult

IMPACT OF PAIN
ON

MALTESE CITIZENS

“Pain indicates that
something is wrong
with our body”

All Ages
1 in 5 adults experience chronic pain
45 and older

population experience chronic pain. Such
pain is present in 1 in 10 persons aged
18 -24 years, rising to 1 in 4 persons aged
45 years and over. Almost 40% of the
younger cohort reported a higher level
of impairment to their social activities
due to their physical or emotional state.

Half of the participants
reported constant physical
pain during the previous 3
months ranging from very
mild to very severe. 38%
of this subgroup reported
experiencing
this
pain
for more than 2 years.

1 in 4

adults experience chronic pain

40.0%

Musculoskeletal diseases including arthritis,
joint pains and fibromyalgia make up 75%
of causes of chronic pain whilst 20% results
from chronic headaches and migraine.
The remaining balance is accounted for by
cancer, vascular diseases, poor circulation
or various injuries. People with chronic pain
report that their conditions are limited in
their daily activities by varying degrees from
lifting a bag with groceries to going up a
flight of stairs.
Pain can limit persons in basic activities
such as washing and bathing, walking short
distances, catching a bus or driving. This
impacts the quality of life of people, causing
emotional distress and a sense of failure.

5%

migrane
headaches

Chronic pain leads 86% of suffers to be
absent from work for at least 1 week a year.
Some had to reduce working hours, others
had to change jobs, whilst others left their
employment or lost their jobs due to their
health problems.
Pain may be invisible to the naked eye
but is very tangible to many in society.
It is our duty to demand change through
these recommendations:
1. Chronic Pain should be acknowledged
as a disease in its own right.
2. A holistic policy should be drawn
up which provides for chronic pain
prevention where possible and for
timely access to appropriate treatment,
medicines and other therapeutic
interventions, including rehabilitation.
3. Healthcare professionals should have
adequate skills in diagnosing and
managing pain effectively.

37.8%

35.0%
30.0%
26.9%
25.0%

75%

20.0%
15.8%

15.0%
10.0%

7.5%

5.0%

5.7%

6.3%

5/6 months

7/11 months

joint pains

0.0%
Less than 3
months

3/4 months

1/2 years

Mone than 2
years

arthritis

4. A National Pain Plan should be
established which provides for interministerial collaboration: pain is not only
a health issue –it also represents a major
contributing factor towards societal
wellbeing.

Percentages indicating duration of pain experienced
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European Brain Research Area (EBRA)

The European Brain Research Area project — EBRA — was created
Authors:
as a catalyzing platform for brain research stakeholders (researchers,
Giovanni Esposito,
clinicians, patients, governments, funders and public institutions)
Stephanie Kramer,
to streamline and better co-ordinate brain research across Europe
Frederic Destrebecq
while fostering global initiatives. EBRA’s coordination focuses on
two levels: a strategic level to foster alignment and better coEuropean Brain Council (EBC),
Belgium
ordination of research strategies across European and global brain
initiatives and on the operational level to facilitate the emergence
of research projects in specific areas in active clusters and initiating global initiatives.
The specific objectives of the project are reducing fragmentation and duplication of
research efforts, fostering synergies through enhanced coordination of brain research
efforts at EU and at global level, improved access to and optimising the use of research
infrastructures and data sources by the neuroscience research communities, thus ensuring
better exploitation of the large investments made in brain research, achieving critical
mass and economies of scale by initiating and fostering new global research initiatives.
The project was launched in November 2018 and will run for 3 years. The project is now
approaching is first year and s. Overall project management (WP1) is carrying out as
planned, with contracts and agreements settled, the set-up structures and the organisation
of consortium meeting(s) completed.
The mapping of the European brain research landscape is on course for Nov 2019 (WP2)
alongside a selection of projects for operational support and a collection of coordinator
requirements. The development of a Shared European Brain Research Area (SEBRA) is set
for Nov 2020 (WP3), alongside the development of programmes, external collaborations,
result exploitation, etc. (WP4).
WP5 is fully underway, ensuring proper dissemination and communication of the project,
centres around outreach and the involvement of patients at later stages.
Contact: ebra@braincouncil.eu
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EFIC ON THE MOVE –
Physical activity to prevent and manage pain
Authors:
Brona Fullen,
Bart Morlion,
Vittoria Carraro

Physical activities well known health benefits include a reduced
risk of cancer, cardiovascular disease, diabetes and improved
mental health. What is less well known is that greater levels of
physical activity and exercise are also associated with a lower risk
of developing chronic pain.

European Pain Federation EFIC,
Brussels, Belgium

EFIC president Professor Bart Morlion launched the idea of a
presidential campaign, that runs across the three-year mandate
of each EFIC President’s term. The theme for his 2017-2020 term is ‘EFIC On the Move’,
that focuses on the importance of physical activity in preventing and managing primary
and secondary pain.

A multidisciplinary group of experts (physiotherapy, rehabilitation specialist, medical
doctors and patients), in collaboration with the European Region of the World Congress of
Physiotherapy developed awareness and education resources for healthcare professionals,
patients and the general public. These have been broadly disseminated for example during
the European Public Health Week 2019 and the EFIC 2019 congress.
Looking to the future the campaign messages will also feed into the 2020 Global and
European Year for Pain Prevention organized with the International Association for the
Study of Pain (IASP). To evaluate the reach and impact of this campaign a survey will be
launched later this year, which will help us to define next steps.
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Health School of Madrid.
Self-care in chronic pain
Scientific health advances have lead us to have broader longevity
and a better control of the diseases, as well as a better care of the
persons in their daily basis. We live longer, but not without diseases,
something that has implied an increase in chronic diseases where
pain is an overall cross-sectional problem.

Authors:
Manuela Monleón-Just1,
Juana Mateos2,
Carmen Ferrer2,
Carmen Jiménez2,
Esmeralda Torralba1,

We have evolved from a vision of pain only from a physical
perspective to understanding the person from a bio-psycho-social
focus, what implies a better approach to the person with pain,
independent from their pathology.

Diego Ruiz-López3
1 RN. Primary Health Care.
Madrid Health Service. Spain.
2 RN. Health School of Madrid.
Spain.

And responsibility of this pain care relies not only on the health
3 MD. Primary Health Care.
Madrid Health Service. Spain.
and social care professionals, but also on the care the patient does
to feel better. We refer to self-care as all the activities patients do
in their own benefit to diminish their pain or to prevent it. So, this is an intentioned and
learned behaviour that requires support from professionals.
In this sense, from consultation, Health Care Centres, Patient Associations, etc. the
professionals should support this health education that will turn our patients into experts
in the management of their health problems, so that they increase their Quality of Life.
Currently, different strategies, Care plans as well as Clinical Practice Guidelines in pain
treatment identify self-care education as a needed intervention in pain control. Still, the
patient associations continue informing that they receive little Information/education from
their healthcare professionals referred to non-pharmacological measures.
The Health School of Madrid is an initiative with community participation and shared
learning oriented to citizen with the objective of promoting the adoption of healthy
lifestyle and habits, and to promote the co-responsibility of the persons in the care and
self-management of their disease.
The activity during 2018 has been: 84 alliances with partners, 166 work meetings, 251
press impacts, 22375593 Twitter impressions, 6514 Tweets, 2578 participants, 23 sessions
at Congresses and 4 investigation projects ongoing.
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Employment and Chronic Condition: a
Training tool to promote inclusion and work
ability of people with chronic diseases
The burden of chronic non communicable diseases, NCDs, is well
known. They account for up to 80% of healthcare costs in terms of
Matilde Leonardi,
premature deaths, healthy life years lost, and reduced productivity.
Chiara Scaratti,
This increase is reflected on the levels of income and employment
Erika Guastafierro,
opportunities, career, social inclusion and working conditions for
Claudia Toppo,
people with chronic conditions. While some people with chronic
Michela Eigenmann,
diseases cannot continue their professional activity due to their health
Fabiola Silvaggi
condition, many others can, and actually continue working, and this
Neurologia, Salute Pubblica e
might have a beneficial impact on their recovery.
Disabilità, FONDAZIONE IRCCS
Employers can create and foster inclusive and supportive workplaces
ISTITUTO NEUROLOGICO CARLO
BESTA, 20133 Milan, Italy
for people with NCDs by implementing policies for equal treatment,
prevention, workplace adjustment, accommodations and return to
work, built on existing good practices.
In the frame of the Joint Action “Chrodis Plus: Implementing good practices for Chrodis
Disease”, a Toolbox has been developed which combines a Training tool for managers and
a Toolkit for workplace adaptation. The Training has been developed, in order to help them
to understand the benefits of inclusion and of a good management of people that have
chronic diseases in the workplace. The toolkit, on the contrary has been developed to support
organizations to adopt prevention policies as well as health promotion activities.
The Training tool for Mangers provides different sections on evaluating inclusiveness and
workability, on actions to implement them and presents strategies for helping people with
chronic conditions to stay or return to work. The tool is based on a biopsychosocial approach to
health, thus it is not disease specific but based on and targeting human functioning, person’s
capabilities and chronic diseases commonalities. Then main aim of the training is to deeply
introduce the concept of “Health in all sectors”. Thus involving the employment sector in the
care of people with NCDs.
From September 2019 to December 2019, the Training tool has being tested in different
European Countries (Italy, France, Germany, Hungary and Lithuania).
In 2020, following the pilot tests’ results, the final version of Chrodis Plus Training tool for
Managers will be released and freely available on Chrodis Plus Website: www.chrodis.eu
Authors:

Keywords
Inclusion, Chronic Diseases, return to work, work engagement, employment, work ability
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Pain Alliance Europe (PAE)
Survey 2018 On Chronic Pain And Work Life
Background and Aims
Authors:
Having a job is often not only essential for people’s social and
Marian Nicholson,
economic security, but also important for one’s life-fulfilment, selfAnca Pop,
esteem and personal development.
Joop van Griensven
Social and economic insecurity affects many people, with serious
consequences for their well-being and for that of their families and
Pain Alliance Europe Belgium,
communities, especially when their ability to work is compromised
by having a disease such as chronic pain. It is therefore valuable that this survey collected
the experiences of people with chronic pain in relation to work and employment. Its aim
is to empower people with chronic pain to participate in society, including work.
Methods
· European-wide online survey
· Available in 16 languages to respondents in 20 countries from 01-03-2017 to 30/04/2017
· Sample population: chronic pain adult patients from the registries of national patient
organisations and charities, regardless of any underlying condition
· Data protection: consent requested, anonymous data
· Developed by patients, PAE members assisted by academic experts based on information
from literature and existing questionnaires
· Data analysis by prof. Nick Guldemond from Erasmus University Rotterdam, The
Netherlands
Results
Descriptive statistics are presented for the 28 questions of the survey, addressing diagnosis,
situation at work and impact of chronic pain on the financial situation. 4403 patients from
14 countries participated and only valid answers have been considered.
The results show, amongst other facts, that half the respondents (51%) say that their
chronic pain has prevented them from returning to their previous work, that 43.3% report
that their income has fallen to below half of what it was before, and only 19% had receive
occupations therapy to enable them to return to work.
Conclusion
The survey provides a valuable report on the impact of chronic pain on work capacity and
employment, as perceived by chronic pain patients.
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How to include in society and return to work
after back pain?

Author:
Marcel Leppeé

A Croatian project designed to restore people after their back pain
to their former lifestyle in the most effective manner possible

A return to work (RTW) program is the formal policy that outlines
general procedures for handling work related injury or illness. It
represents an employer’s commitment to the health, safety and
recovery of workers following an incident. A Croatian project designed to restore people
after their back pain to their former lifestyle in the most effective manner possible .

Institute for Healthy Ageing,
Zagreb, Croatia

Different specialists are engaged in solving health problems of the people suffer from
back pain, such as: general practitioner, orthopedist, rheumatologist, and occupational
medicine specialist. Benefits for employers are retain experienced workers, reduce turnover,
better employee relations, better productivity and reduced costs. Benefits for employees
are retained social connections, financial security, skill retention and better morale. Four
out of five adults experience low back pain at some point in their life. Most cases are
‘non-specific’, ‘simple’ or ‘mechanical’ back pain. There are various treatment modalities
available, but each sufferer needs individual treatment options. For some people back pain
takes time to settle down, and they need to take sick leave. Methods to return employee
back to work are: modified work, restricted work or temporary assignment.
Return to Work (RTW) management is moving from a passive approach to a more proactive
style of: early intervention and case management. Key players in Return to Work process
are: RTW coordinator (or Medical Case Manager), employee, physician, family, insurance
carrier, co-workers and unions.
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The Societal Burden of Pain related Disability.
The role of ESPRM - European Society of
Physical Medicine and Rehabilitation
The economic and societal burden of disability assumes a greater
Authors:
importance to address the increase in the number of people with
Nicolas Christodoulou, Paolo
disabilities and pain related disabilities and the impact of greater
Boldrini, Roberto Casale
and longer survival. in addition, the economic crisis in Europe
European Society of Physical
raises the question of how these people with will be sustained
Medicine and Rehabilitation,
through economic support. Moreover the limited data on the cost
Italy
components of disability makes it difficult to quantify the loss of
personal and societal productivity and there are no commonly
agreed methods for cost estimation of the disability related to chronic pain.
ICF defines disability as a functional limitation that results not only from impairment or
personal limitation on the daily activity, but also from the relation of a person with the
environment, which involves dysfunction at one or more of three levels: impairments,
activity limitations and participation restrictions. the resulting loss of capacity, at physical
or mental level, reduces the performance of some of the activities of daily living, increasing
the cost of reaching a given level of wellbeing. The European commission highlighted
in the European disability strategy 2010-2020 the eight areas for joint action between
the EU and EU member states. these are: i) accessibility; ii) participation; iii) equality;
iv) employment; v) education and training; vi) social protection; vii) health; viii) External
action. Rehabilitation has thus, in principle, a pivotal role in reducing the cost of disability
and pain-related disability not only reducing the level of pain with all the procedures and
activities of its own speciality but also more importantly via promoting functional recovery
and increasing the function.
What happens if rehabilitation and, in particular, physical and rehabilitation services are
not provided? As far as the lack of rehabilitation in pain-related disability the following may
be found in the absence of rehabilitation: immobility including weakness, muscle wasting,
contractures and osteoporosis; mood and behavioural problems; ill-health and systemic
illness from a variety of causes, and finally a vicious circle between “pain-disability-pain
related disability” , making the worst worse. To achieve its goals rehabilitation works in
team where the person affected by pain-related disability is essential part of the team.
Ref.: White Book on Physical and Rehabilitation Medicine in Europe. Introductions, Executive Summary, and Methodology. Eur J Phys Rehabil Med. 2018
Apr;54(2):125-155. doi: 10.23736/S1973-9087.18.05143-2.
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Improving pain management in occupational
healthcare lead to massive reduction in sick
leaves
Background
Occupational health centres (OHC) are primary healthcare providers
Dr. Helena Miranda,
in Finland for almost 2 million people (out of total of 6 million). The
MD, Dr. Med. Sc., MSc
aim of “Pain and Work Disability – alternatives to sick leave” project
IFinnish Association for the Study
in 2015-2016 was to systematically improve pain management in
of Pain
one of the largest OHCs in Finland and accordingly, to reduce work
disability. Helsinki City’s own OHC (staff size approx. 150) provides
medical services for 40 000 employees.
Author:

Methods
The project consisted of following modules: creating “common language”, i.e., educating
all OHC professionals to understand pain, especially chronic pain, and how to manage
it; enhancing the use of comprehensive pain management tools (particularly nonpharmacological) based on scientific knowledge; deploying the use of individually tailored
pain management plans (task taken over mainly by OH nurses); screening systematically
high-risk disability cases with an e-survey with build-in algorithm; launching professionalguided pain management peer groups (6 weekly meetings); creating specific guidelines
for physicians for sick leave prescribing in 6 common pain diagnosis (back, shoulder,
elbow, neck pain, knee arthrosis pain and plantar fasciitis); finding alternatives for fulltime sick leave (work arrangements, fit note, part-time sick leave etc.); providing direct
access to occupational physiotherapist (self-referral); and educating Helsinki city’s upper
management, supervisors and employees about pain.
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Results
The project was able to improve pain management and increase the number of days at
work. The benefits were seen in many measurements (Net Promoter Score, radiographic
imaging etc.) but most drastically in improved work ability. After the beginning of the
project and especially after implementation of sick leave guidelines, the number for sick
leave days for the pain diagnoses decreased considerably, by 35 – 73 % in all pain
conditions except plantar fasciitis. Total reduction in sick leave days was more than 20
000 days in two year, estimated to produce circa 5 million euros’ savings for Helsinki city.
Feedback from OH personnel and patients regarding the project was very positive.
Conclusions
Primary healthcare needs to increase its role in pain management. Most pain patients can
be treated and followed up in primary care. Specialized pain clinics are needed for the more
severe pain conditions. The doctor-driven system needs to be expanded to incorporate
all professionals (nurses, physiotherapists, psychologists, occupational therapists etc.) to
manage pain comprehensively and effectively.
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Landscape study on quality indicators in
acute post-operative pain
Introduction
Ineffective post-surgical pain management causes preventable medical
Manela Glarcher,
complications and promotes the development of chronic pain as well
Jürgen Osterbrink
as higher socio-economic costs. According to international reports up
to 50 % of inpatients suffer from severe post-operative pain (Carr &
Institute of Nursing Science and
Morlion, 2017; Likar et al., 2017). Appropriate pain management
Practice, Salzburg, Austria
can serve as a key indicator in high-quality care (Milutinovic et al.,
2009). Quality indicators are measurable evidence-based elements of
practical performance (Lawrence & Olsen, 1997; Smith, 2005). Aim of this descriptive study
was to collect, present, and compare European pain management data in adult inpatients
in acute care.
Authors:

Methods
A systematic literature review was conducted in Pubmed, CINAHL, Web of Science, Cochrane
database, websites of international / national health organizations, and pain societies. The
identified studies were categorized and the results were compared for all European countries.
Results
A total of 11 out of 34 European countries reported pain management data in 127,968
patients (53 % female). About 71 % of the studies used patient surveys. National data
on pain management were included in four studies from France, the Netherlands, Spain,
and Austria. However, a consistent and comparable presentation of these results is not
possible because the indicators which are divided into structure, process and outcome,
differed in their definitions, survey methods or measuring instruments, and calculations.
Conclusion
The potential for optimization in postoperative pain management is well documented,
but there are no consistent national initiatives for the assessment of quality indicators
in 31 out of 34 European countries. Only 9 % of the studies provided national data.
Currently, the results are not internationally comparable. Taken together consensus finding
procedures by pain experts on an international level along with the consideration of the
methodological quality of indicators, which are clinically practicable are required.
Literature
Carr, D. B. & Morlion, B. (2017b). FACT SHEET No. 1. What the Public Should Know About Pain After Surgery. http://www.europeanpainfederation.eu/wp-content/
uploads/2017/01/01.-What-the-Public-Should-Know-About-Pain-After-Surgery.pdf [28.09.2019]
Lawrence, M. & Olesen, F. (1997). Indicators of Quality in Health Care. European Journal of General Practice, 3(3), 103-108. doi: 10.3109/13814789709160336
Likar, R., Jaksch, W., Aigmuller, T., Brunner, M., Cohnert, T., Dieber, J., ... Sandner-Kiesling, A. (2017). Interdisciplinary position paper Perioperative pain
management. Schmerz, 31(5), 463-482. doi: 10.1007/s00482-017-0217-y
Milutinovic, D., Milovanovic, V., Pjevic, M., Martinov-Cvejin, M. & Cigic, T. (2009). Assessment of quality of care in acute postoperative pain management.
Vojnosanit Pregl, 66(2), 156-162.
Smith, P. E. (2005). Measuring up: improving health systems performance in OECD countries. Paris: OECD. http://www.oecd.org/els/health-systems/measuringupi
mprovinghealthsystemsperformanceinoecdcountries-conferencepresentations.htm [28.09.2019].
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Supporting local pain management network
development and patient empowerment
through m-health: the case of RED app, a
compass for patients and healthcare
professionals
Even today, despite international studies showed the negative impact
Authors:
of pain on citizens health and healthcare expenditure, healthcare
Notaro Paolo, Garavaglia
professionals tends to underestimate this problem. Patients affected
Giulia, Bosio Marco, Moreno
Mauro
by pain struggle to have the right recognition of their disease, often
they are not believed by their doctors. The Pain Care Network of
IASST Grande Ospedale MetroMilan was born in January 2017 after 2 years of intense working.
politano Niguarda, Milan, Italy
The network includes the most important pain care centers of the
city and ASST Niguarda represents the hub. The network aims first
at enabling the prompt access of the patients referred by the general practitioners to the
pain care specialists and second it aims at improving the quality of pain care throughout
the healthcare system by defining and sharing care protocols on the most common pain
syndromes. In order to increase the level of integration among the centers within the network
and with the general practitioners and to provide a smart communication tool with primary
care doctors and patients, the network needed an ICT support.
Niguarda, together with the others pain care centers of RED and a team of students of
Politecnico di Milano, designed a mobile application with 4 main objectives: being a compass
for citizens and general practitioners by giving information about pain care and RED network;
facilitating communication between patients/primary care physician and pain care centers;
sharing information for physicians and patients on clinical pathway protocols and treatments;
supporting the patient flow management within the network. RED app was released on May
2018 on android and apple store. Physicians and patients can download the app for free.
RED app represents a new way to empower patients with chronic and acute pain and to
connect healthcare professionals and organizations. In order to effectively impact on the
experience of patients and on the quality of care, the centers of the network are working to
maximize the diffusion of the app.
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Best Practices on Regional Pain Policy: Networking In Pain Therapy And Health Care
Politics on The Level Of Federal Social Policy
For the German Federal Land Baden – Württemberg (BW) in
the southwest of Germany, the Pain Forum BW (“Schmerzforum
Dr. med. Kristin Kieselbach,
BW”) was founded in the year 1999. Hence, a diverse group of
M.D., Pain Specialist and
Neurosurgeon
representatives of pain health care had been brought together
under moderation of the Ministry of Social Affairs BW, playing a
Medical Director of the Interdisdecisive role in health promotion. The Pain Forum was divided
ciplinary Pain Center, Medical
in four working groups: pain and ethics, interdisciplinary pain
Center, University Freiburg,
Chairwoman of Advisory Board
conferences, investigation and education and (supra)regional
for Pain Care, Ministry of Social
allocation of tasks. Both, Pain Forum and Ministry of Social Affairs
Affairs, Baden–Württemberg,
Germany
BW together developed and approved the “Concept of Improving
Pain Care 2000”. The concept determined a strategy for the future.
One of its highlights was establishing the idea of interdisciplinary pain conferences in
terms of case management and introducing Pain Centers.
Author:

Ten years on, in 2009, the Federal Advisory Board for Pain Care (“Landesbeirat
Schmerzversorgung”), who since then counsels the Ministry of Social Affairs BW, was
created. In the same year, finally a major contribution to the improvement of pain care
could be achieved by designation of certificated Regional (in approved district hospitals)
and Supra regional Pain Centers (university teaching hospitals). All Pain Centers are closely
linked with each other as well as to local GPs, pain specialist, psycho- and physiotherapists
and centers for rehabilitation. The Ministry of Social Affairs BW is responsible for the
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certification process, which is based on confirmed certification criteria and is done upon
application. The certification indicates quality assurance and a high standard of pain
treatment in a graded manner.
Currently the Advisory Board for Pain Care and the Ministry of Social Affairs BW together
are updating the “Concept of Improving Pain Care 2000”, based on the so far reliable
successes and in respect to appropriate recommendations. Essential elements are the
optimization of networking and cooperation of different sectors in healthcare and
health professionals themselves, also considering the structural and financial impact. The
interprofessional and multimodal approach has to be acknowledged and embedded as
essential part in pain care in BW. Finally, a stronger involvement of patient organizations
has to be put in practice as well. This refined concept shall optimize the health care
situation and serve as a platform for further education and multicentric research.
Federal social policy can facilitate the interaction of different health care structures as
well as the relationship between social politics and healthcare professionals in a regional
setting. The German Federal Land Baden – Württemberg illustrates with its tailored and
paradigmatic approaches a comprehensive model for other Federal Lands and for a
nationwide improvement of pain health care.
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Pain Alliance Europe (PAE) Survey “Pain and
Stigma” 2019. The chronic pain patients’
experience of stigma within healthcare services and in day-to-day life.
Background and Aims
Chronic pain is now recognised as a disease in its own right.
Marian Nicholson1,
However, pain remains invisible. Even for someone close to the
Anca Pop1,
person in pain, it is very difficult to recognise the impact chronic
Ioan Cristian Chifu2
pain has on the individual. It varies from person to person, time to
time, country to country and culture to culture.
1 Pain Alliance Europe Belgium,
2 Babeş-Bolyai Universiy
Studies have shown that the stigma associated with chronic pain
Romania
can have a devastating effect on an individual’s life.
The aim of this survey is to obtain a better insight of the chronic
pain patient’s point of view.
Author:

Methods
A European-wide online survey spread by PAE’s member organisations and other
interested organisations. The survey was available in 15 different European languages
from December 2018 until 1st March 2019, allowing patients in 21 European countries
to complete the questionnaire in their native language. The survey was developed by PAE
members assisted by experts in this field. The survey results were analysed by academics
at the University Babes-Bolyai in Cluj-Napoca, Romania at a pan-Europe level. The raw
country data will be available to the national member associations.
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Results
The survey results from 6,069 showed that chronic pain caused a high level of stigma to
be felt by respondents in all their life situations. A few examples are feeling stigmatise
“always’ or ”often”:
· with family doctors = two thirds
· with their life partner/husband/wife = just over half
· with friends = two thirds
· with colleagues at work and bosses = around two thirds
The feelings of stigma inside the patient are high as well. Patents agreed “always’ or
”often” to these statements:
· 90% = I think that people without chronic pain cannot understand my situation
· 87% = People often patronise me, or treat me like a child, because I have chronic pain
· 55% = In general, I am not able to live my life the way I want to
Conclusion
The survey results will help identify opportunities to improve the advocacy policy of PAE
and its members and in that way help to improve the quality of life for people living with
chronic pain in Europe.

Acknowledgements
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#BrainLifeGoals – Raising awareness of
the unmet needs of people living with neurological disorder
Authors:
Donna Walsh,
Elizabeth Cunningham
European Federation of Neurological Associations (EFNA),
Belgium

EFNA represents 20 European and International associations
across a wide variety of neurological disease areas, such as multiple
sclerosis, epilepsy, migraine and ADHD.
It is felt within this network that the issues facing young people
affected by neurological disorders are not getting the public or
political attention they should.

To best assess these issues, EFNA conducted a pan-European survey of 18 – 35 year
olds living with neurological disorders. The survey explores problems faced by this age
group, as well as their feelings around levels of understanding of their disorder and their
engagement in advocacy work or patient groups.
Between March 12th and May 15th 2018, 1368 responses to the survey were received
from 39 countries. The majority of responses coming from the disease areas of: Multiple
Sclerosis, Myalgic Encephalomyelitis, Chronic Pain and Migraine. All of the aforementioned
conditions are largely ‘invisible illnesses’ with symptoms such as pain and fatigue featuring
prominently. It is no surprise, therefore, that two of the biggest issues for respondents
are ‘isolation’ and ‘stigma’. This could be attributed to the lack of public understanding
of brain disorders.
The top ranked issue was ‘access to medication/treatment’, despite the fact that over 70%
of respondents take prescribed medication, and just under 70% see a specialist/neurologist.
However, when asked what changes could improve the lives of respondents, many listed: a
cure, more effective medication or medication with fewer side-effects. This seems to suggest
that although these young patients have access to treatment it is often not optimal.
Given the results of this survey, EFNA has undertaken a public awareness campaign that
aims to highlight the unmet needs of patients- their #BrainLifeGoals.
#BrainLifeGoals are fundamentally important things – such as to walk without pain, have
access to employment, or to live a life free of stigma, that can be taken for granted by
those unaffected by brain disorder.
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Towards care-friendly societies
in Europe

Europe’s overall increase in life expectancy and ageing demographic
Authors:
is generating a growing incidence of age-related conditions,
Stecy Yghemonos,
a growing demand for care in all age groups and a serious
Claire Champeix
sustainability challenge for care systems. This is exacerbated by an
ageing EU health and social care workforce, problems with staff
Eurocarers, Belgium
retention due to demanding working conditions and relatively low
pay in some occupations, as well as the need for new skills and competences as a result
of new care patterns and the rise in new technologies. These challenges are consistent
across EU member states.
Research has demonstrated that informal carers across the EU play a crucial role in the
provision of care to people with long-lasting needs (chronic diseases, disability, age-related
dependency, etc). The estimated economic value of this unpaid informal care in the EU
is such that any attempt to progressively substitute informal with formal/professional
care would amount to creating a second long-term care system altogether. Against this
backdrop, it will prove extremely challenging to meet the growing care needs of an ageing
population without recognising the central role played by millions of families, friends and
neighbours in the provision of care.
Informal care can be a source of great personal satisfaction. But in many cases – and
even more so when people have limited choice in their caring roles or when no adequate
support is available – informal care can be a determinant of negative health outcomes,
a barrier to education and employment, and a driver of discrimination, social exclusion
and poverty.
This poster presentation will aim at providing an evidence-based overview of the
situation and needs of carers across Europe. It will also seek to describe the set of policy
recommendations put forward by the Eurocarers network through its proposed EU Strategy
on carers.
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Impact of Chronic Low Back Pain from Physical, Psychological and Social Perspectives –
Initial Results from a Global 8,990 Patient
Survey: Citizens’ Research
Background and aims
Chronic low back pain (CLBP), one of the most common chronic
pain conditions affecting 5-10% of people worldwide; the impact
on patients’ lives isn’t fully understood. Hence, this 14 country
CLBP survey was undertaken.

Authors:
Joop van Griensven1,
Steven J. Linton2,
Craig Beck3,
Lucy Abraham3,
Stefan Wilhelm4,

Methods
Patients (≥18y) with self-reported physician diagnosis of CLBP,
recruited via online panels, completed the survey March-May 2019.
Data were weighted by sample size, CLBP prevalence and pain severity.
Results
8,990 patients completed the survey [mean age 52y (SD=14.91);
45% female]. Using a 0 (no pain) to 10 (pain as bad as you can
imagine) numeric rating scale, 41% reported severe (≥7), 49%
moderate (4-6), 10% mild (≤3) pain.

Cristina Constantinescu5,
Veruska Carboni5,
Brona Fullen6
1 Pain Alliance Europe, Belgium;
2 Örebro University,
3 Pfizer Ltd, Tadworth, UK;
4 Eli Lilly, Indianapolis, USA;
IPSOS SA, Switzerland;
5 University College Dublin,
Ireland

Patients with severe pain reported more interference (0-10 scale) with general activity
(6.15), mood (6.02) and sleep (5.59) compared with mild pain (2.11, 1.97, 1.69
respectively) during the past 24hrs.
Patients with severe pain felt more frustrated (33%), anxious (28%) and desperate (26%)
than those with mild pain (16%, 15%, 8% respectively). Financial issues were a concern
for 41% with severe pain, (22% mild pain), with 34% having reduced their working hours
(16% mild) and 34% reporting a reduced income due to CLBP (18% mild); 67% had
missed ≥1 day of work on average per month (30% mild), 25% missing ≥5 days (6%
mild), with 38% worried about losing their job/business because of their CLBP (24% mild).
Conclusions
These data indicate that CLBP has a substantial negative impact on patients’ wellbeing
and working ability. Adequate multidisciplinary healthcare resources are needed to
manage patients holistically.
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The scientific framework of the SIP platform is under the responsibility of the European Pain Federation EFIC®.
Co-operation partners for SIP are Pain Alliance Europe and Active Citizenship Network. The pharmaceutical
company Grünenthal GmbH is responsible for funding and non-financial support.

www.sip-platform.eu
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DHR., DR. CHRIS ARTS, PH.D.
Associate Professor of Translational Biomaterials
Research
Laboratory for Experimental Orthopaedics, Department of Orthopaedic Surgery, Maastricht University
Medical Centre
Chris Arts graduated in 1997 as a physiotherapist at the Highschool Enschede
and then graduated movements studies science at Maastricht University in 2000.
In 2006 he obtained his PhD in the field of hip overhaul surgery with calcium
phosphate biomaterials. After his PhD, he worked as a clinical research manager
in the medical device industry.
Since 2008 he is a scientific staff member, lecturer and clinical researcher of the
Department of Orthopaedics at the Maastricht UMC+. He also teaches at the
faculty of Biomedical Engineering at the Eindhoven University of Technology.
In addition to his involvement in both fundamental and clinical research, he is
closely involved in the regular education of physicians, clinical researchers and
students from Maastricht as well as the biomedical technology students of the
TU/E. His scientific Interest is based on biomaterials, infection and bone imaging.
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P. Debyelaan 25
Maastricht
6229
Netherlands
j.arts@mumc.nl
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Healthcare should not
be seen as a cost to
be minimized, but an
investment that needs
to be optimized.
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Chris Arts is a representative from the European Federation of National Associations
of Orthopaedics and Traumatology (EFORT) – the platform that links all national
orthopedic organisations. EFORT was established by the national associations for
orthopaedics and traumatology from twenty European countries. The Federation
was founded in Marentino, Italy, in 1991, and today has 41 national member
societies from 39 member countries, as well as 13 associate scientific members.
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More information you find here: https://www.efort.org
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PD DR. ANTONIA BARKE
Researcher and Coordination of ICD-11 Working Group
Chronic Pain
Catholic University Eichstätt-Ingolstadt

Ostenstr. 25
Eichstätt
85072
Germany
antonia.barke@ku.de

Chronic pain matters:
one in five people have
it! They, their families
and communities suffer. Finally, the ICD-11
contains a classification
based on a holistic scientific understanding of
chronic pain. Let’s use
it and give all Europeans access to the
benefits of multimodal
pain treatments.
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Chronic pain is an important health issue. 20% of the world’s population suffers
from chronic pain. Considering the EU’S population, more than 100 million
people are affected. A person with chronic pain suffers from the pain itself
and its consequences, such as distress and disability. In this way, chronic pain
also affects their family and their working life – increasing this number even
more. The estimated direct and indirect costs of chronic pain in 2010 in the
US were 600 billion dollar per year – more than for diabetes, heart disease
and cancer). With increasing age chronic pain becomes more likely, therefore
ageing societies may see a rise in chronic pain conditions. Despite its enormous
impact, chronic pain has long been neglected. With the new, 11th edition of
the International Classification of Diseases (ICD-11) for the first time we have
available a classification system and diagnoses that reflect the accumulated
scientific evidence that biological, psychological and social factors are interlinked
in chronic pain. The implementation of this biopsychosocial model of chronic pain
represents a chance to make evidence-based multimodal care for chronic pain a
standard in Europe and benefit all Europeans!
Antonia Barke is a clinical psychologist and researcher into chronic pain. For her
imaging research into psychological factors in chronic back pain, she was awarded
the 1st price of the German Pain Society in 2012. Due to her expertise in chronic
pain, she subsequently became the scientific coordinator of the international
Task Force for the classification of chronic pain for ICD-11, which was launched
by the International Association of Pain and chaired by Rolf-Detlef Treede and
Winfried Rief.

DR. DANIELE BATTELLI, MD, EDPM
Specialist in Anesthesia, Intensive Care and Pain
Medicine
Istituto per la Sicurezza Sociale della Repubblica di San
Marino. Anesthesia, Intensive Care and Pain Unit
Patient pathways relies upon epidemiological datas to justify their implementation,
guidelines for their definition and validated quality indicators for their monitoring.
This is where healthcare stakeholders and Politicians meet, supporting with
scientific and epidemiological evidence the need for widespread recognition in
EU of Chronic Pain as a disease itself, still requiring focus on national agendas
to grant Citizens’ quality of life.
San Marino Republic has put attention and efforts in the last years to advocate for
Pain Medicine as a growing specialty in contemporary Medicine, where an ageing
population and the need for proactive approaches to chronicity are changing
paradigms.
Our peculiarity as a small country gave us advantages in some contexts, like
epidemiological and prescription analyses, that subsequently have been useful
to raise awareness on improvable aspects of our practice, with applicable results.
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Via Scialoja,20
Borgo Maggiore
47893
San Marino Republic
dbattelli@gmail.com
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Recognition of Chronic
Pain as an Healthcare
priority requires a common language and background for resource
allocation and clinical
outcome evaluation.
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The participation in SIP Initiatives allows us to continue a path of improvement
of quality of life through evidence-based and multidisciplinary initiatives, and to
raise societal and political awareness of an important healthcare issue.
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Daniele Battelli, MD, EDPM
Specialist in Anesthesia, Intensive Care and Pain Medicine
Works in San Marino Republic State Hospital as Anesthesiologist and Pain
Clinician.
President of San Marino IASP National Chapter, formerly Associazione
Sammarinese per lo Studio del Dolore
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DR. PETRA BLOMS-FUNKE
Head of Department for Grants and Partnership
Grünenthal

Zieglerstraße 6
Aachen
D-52078
Germany
Petra.Bloms-Funke@
grunenthal.com

The ambitious goal of
reducing suffering of
pain patients requires
joint efforts by European decision makers and
multiple stakeholders in
pain R&D. I am excited
about IMI-PainCare, a
collaboration between
40 diverse groups,
which aspires to generate significant positive
impacts on managing
pain.

Working in public-private partnerships to improve clinical pain
management
Innovations in pain management are needed to reduce the suffering of the many
patients who currently receive inadequate therapies. Complementary expertise
and multi-disciplinary approaches are required, and best assured by public-private
partnerships between industry and stakeholders from academia, small/mediumsized enterprises (SME), healthcare professionals, patients and regulators.
The Innovative Medicines Initiative (IMI) is funded equally by the European Commission
(EC) and European Federation of Pharmaceutical Industries and Associations (EFPIA)
to improve therapies in areas of unmet medical and societal need.
The Pain Group of IMI unites eight EFPIA members in efforts to better understand
and manage pain. It choses pre-competitive areas of pain research of particular
societal value, and defines appropriate R&D topics. If approved by the IMI
Governing Board, these are launched for proposals from public consortia which
are evaluated by independent experts. The first project, NGN-PET, runs until
2020, and will improve knowledge of pain targets and generate novel research
platforms to enhance the rate of discovery of effective therapies for clinical pain
relief. The second project, IMI-PainCare, runs until 2022, and unites 40 renowned
pain experts from 14 countries, including two from the USA. It will provide a
comprehensive set of novel validated tools to quantify multi-dimensional outcome
parameters and predictors to enable stratification of patients for individualized
treatments. Valuable tools will also be developed to evaluate the success of pain
therapies in real-world clinical practice and in clinical trials, and to support drug
discovery.
Funding from the EC and EFPIA for these projects exceeds €25 million, and should
ensure that they achieve significant positive impacts on pain management.
However, on their completion, many challenges will still remain as major medical,
social and economic burdens in Europe, and continued engagement will still be
needed from the EC and healthcare stakeholders to define future R&D topics of
particular societal value to further reduce suffering in pain patients. Establishing
and networking Pain Centres of Excellence should also be addressed as they
would improve quality and uniformity of research and clinical practice to the
benefit of European patients.
Since 2015 Petra has managed public-private partnerships at national and
international levels with consortia of key players in pain R&D and healthcare for
Grünenthal. As co-lead of the Pain Group and of the IMI-PainCare project, she has
gained wide experience in multiple stakeholder collaborations between industry,
academia, patient organizations and regulators. After joining the firm in 1998,
she guided several multi-disciplinary pain project teams in various functions from
drug discovery through to regulatory submission. She studied chemistry and has
a Ph.D. in neurophysiology.
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DR. STEVEN BRABANT, MD
Lead Physician & Expert Medische Materie
MLOZ/SIP Belgium
A
B
As an experienced clinical anesthesiologist-pain physician now representing
the union of Independent Sickness Funds. Due to strategic positions in several
governmental council focus to pain medicine is an opportunity.
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Belgium
Steven.Brabant@mloz.be
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Innovation in medicine
must focus in high quality diagnostic and care
and results in significant positive outcome.
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DR. EMMA BRIGGS, RN, PGCAP, BSC,
PHD, SENIOR FELLOW HEA
Chair, EFIC Nursing Curriculum
EFIC Nursing Curriculum, EFIC Education Committee
Member
Florence Nightingale Faculty of
Nursing, Midwifery & Palliative
Care, King’s College London
London
SE1 8WA
United Kingdom
emma.briggs@kcl.ac.uk

Pain education
should to be mandatory for healthcare
professionals
Patient, specialist and
pain organisations
should lobby regulatory bodies and governments for minimum
standards for pain
education Competencybased education is
essential to ensure
professionals have the
skills, values and knowledge to manage pain
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Emma is a member of the European Pain Federation EFIC Education Committee
and she has led the development of the EFIC core curriculum for specialist nurses
in pain management. She is passionate about interprofessional and competency
– based education (developing skills, knowledge and values) and works locally,
nationally and internationally to improve pain education for the benefit of people
in pain.
She is immediate past chair of the British Pain Society (BPS) Education Special
Interest Group where she and the team have led a number of projects to develop
undergraduate and postgraduate education.
Emma is also a member of the BPS Education Committee and International
Association for the Study of Pain (IASP Education Initiatives Working Group).
She works as an academic nurse at King’s College London at the Florence
Nightingale Faculty of Nursing, Midwifery & Palliative Care. At King’s she
leads the Interprofessional Pain Education for 1300 students from dentistry,
medicine, midwifery, nursing, physiotherapy and pharmacy. This was UK’s first
interprofessional pain education.

JOAQUIM BRITES
President
APN - Associação Portuguesa de Neuromusculares
A
B
Many of the issues related to chronic pain are linked to some kind of disability.
In the recent past, many of these issues have been handed over to medicine,
thinking that the various medical specialties would find solutions, or some kind
of treatment.
At present, it appears that, after all, some of the consequences of chronic pain,
with known origin, cause much social instability in the affected people, and their
families.
We can therefore conclude that many of the medical problems gradually develop
into social problems without their states being prepared for the solutions required.
Social and labour integration and non-discrimination are some of the themes that
become mandatory in the design of new social policies that the governments of
each country will have to implement in the future.
Much relevant information is still lacking so that, in the context of employability,
true success stories are created.
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Rua Duque de Loulé nº 20
Porto
Portugal
presidente@apn.pt
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A great part of neuromuscular patients live
daily with pain hypersensitivity or chronic
pain. In that sense, the
participation of APN in
SIP Portugal.
Is important so that,
all together, we can
demonstrate that, with
support and concrete
actions, these people
can have a job, contributing to the national
wealth, and contribute
to their always very
important social and
labor integration.
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ELINE BRUNEEL
Policy Officer
Vlaams Patiëntenplatform vzw

Belgium
eline.bruneel@vlaamspatientenplatform.be

It is not easy to live
with a chronic condition. However, working for people with
a chronic illness is
not only important to
obtain a full income, but
also to maintain social
contacts and to integrate themselves into
society. That is why the
theme of employment
has been an important
point of discussion for
the Flemish patient
platform for years.

Het is niet evident om met een chronische aandoening aan de slag te gaan of
te blijven. Nochtans is werken voor personen met een chronische ziekte niet
alleen belangrijk om een volwaardig inkomen te bekomen, maar ook om sociale
contacten te onderhouden en om zich te integreren in de maatschappij. Daarom
is het thema werkgelegenheid al jaren een belangrijk strijdpunt voor het Vlaams
Patiëntenplatform.
Het Vlaams Patiëntenplatform vzw wil bijdragen tot een verhoging van de
levenskwaliteit van de patiënt en zijn omgeving door gemeenschappelijke noden
en knelpunten te helpen oplossen via belangenbehartiging op alle relevante
beleidsniveaus en binnen alle relevante gezondheidsvoorzieningen. Het Vlaams
Patiëntenplatform wil:
Patiëntenverenigingen samenbrengen
Het Vlaams Patiëntenplatform wil samenwerking en solidariteit tussen
verenigingen stimuleren en een sterk draagvlak bieden voor gemeenschappelijke
belangenbehartiging. Diverse activiteiten worden georganiseerd om samenspraak
mogelijk te maken en tot overeenstemming te komen over gemeenschappelijke
belangen.
Noden en knelpunten aankaarten en helpen oplossen
Het Vlaams Patiëntenplatform wil in dialoog met zijn ledenverenigingen noden en
knelpunten van chronische zieken in kaart brengen en deze op de meest adequate
manier aankaarten bij bevoegde instanties. Hiertoe worden patiëntenverenigingen
bevraagd rond noden en knelpunten en de analyse wordt teruggekoppeld naar
leden en het beleid.
Vertegenwoordiging en inspraak realiseren
Om de ervaringsdeskundigheid van patiënten tot zijn recht te laten komen in
de verdere ontwikkeling van gezondheidsbeleid en gezondheidsvoorzieningen
pleit het Vlaams Patiëntenplatform voor weloverwogen, rechtstreekse
inspraak van patiënten. Het Vlaams Patiëntenplatform wil deze initiatieven
ondersteunen door de opgebouwde knowhow ter beschikking te stellen van
patiëntenvertegenwoordigers. Daarnaast neemt het Vlaams Patiëntenplatform
initiatieven om patiënten representatief te vertegenwoordigen zoals het opzetten
van consultaties en het selecteren en begeleiden van patiëntenverenigingen.
Signaleren, informeren en mee beslissen
Het Vlaams Patiëntenplatform wil functioneren als doorgeefluik van signalen
naar het beleid om op die manier te wegen op beslissingen die patiënten
aanbelangen. Het Vlaams Patiëntenplatform wil relevante informatie verspreiden
bij patiëntenverenigingen en burgers en op die manier de brede samenleving
betrekken bij het gezondheidsbeleid.
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GERTRUDE A. BUTTIGIEG
Chairperson
Malta Health Network
A
B
Gertrude A. Buttigieg qualified as a Speech & Language Pathologist in 1995
and obtained as a Masters Degree in Health Services Management in 2003. Ms
Buttigieg works within the Office of the Commissioner for Mental Health, Malta.
On a voluntary basis she serves as the Chariperson of the Malta Health Network
(MHN) which is an umbrella organisation which brings together over 40 Health
related organisations. Within MHN she heads various initiatives including SIP
–Malta and EUPATI Malta and is the patient representative on the Ministry for
Health Smoking Advisory Committee.

info@maltahealthnetwork.org
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Every Citizen is a potential patient and nobody
chooses his/her illness
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Ms Buttigieg serves as Hon Secretary to the Malta Federation of Professional
Associations and Vice-President of the Association of Speech Language
Pathologists. She has been the representative of the Health and Elderly Sector
on the Civil Society Committee of the Malta Council for Economic and Social
Development (MCESD) for the past 6 years and serves also as council member
on the Malta Council for the Voluntary Sector (MCVS).
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Gertrude has participated as speaker and participant in several conferences in
Malta and abroad. Over the past 12 years she has become a Patient advocate
and has contribute to raise awareness on a national level of Patients’ Rights,
patient education, patient empowerment, safety and access to services in an
equitable and timely manner.
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SANTIAGO CALVO RAMOS
Economist Unit C2
Directorate General Economic and Financial Affairs,
EU Commission
Brussels
Belgium
Santiago.CALVO-RAMOS@
ec.europa.eu

Santiago Calvo Ramos is an economist in Unit C2 for sustainability of public
finances of the Directorate General Economic and Financial Affairs of the
European Commission. In this role he assesses the fiscal sustainability of EU
health systems. He has contributed to the “Ageing Report” and the 2016 “Joint
Report on Health and Long-Term Care Systems”.
Before joining the European Commission, he worked for more than a decade for
the UK’s Government Economic Service (including for the Department of Health,
NHS England, DWP and HM Treasury).
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DR. PAUL CAMERON,
PHD, MCSP, HCPC
Head of Service & Clinical Lead
A

NHS Fife Pain Management Service

B
Dr Paul Cameron is Specialty Advisor for Pain to the Chief Medical Officer in
Scotland, former National Lead Clinician and National Coordinator, and a current
member of the National Advisory Committee for Chronic Pain to the Scottish
Government. He is the Head of Service and Clinical Lead for the NHS Fife Pain
Service, and Chair of the NHS Fife Pain Research Network. He also holds an
Honorary Senior Lecturer position with the Division of Population Science and
Genomics at the University of Dundee. Dr Cameron is actively involved in research
as chief and principal investigator, policy and strategy at national government,
and international levels, and, along with several peer reviewed journal
applications, has co-authored several internationally recognised guidelines
including; SIGN 136 ‘Management of Chronic Pain in Primary Care’, U.K.’s Royal
College of Anaesthetist’s Faculty of Medicine Guideline ‘Core Standards for Pain
Management Services in the U.K.’, and Scottish Government’s ‘Guideline on the
Management of Pain in Children and Young People’ and ‘Quality Prescribing
Strategy for Chronic Pain’. Dr Cameron is a former Council Member of the British
Pain Society, and on the Editorial Board of peer-reviewed journals ‘Pain and
Rehabilitation’ and the ‘British Journal of Pain’.
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aul.cameron@nhs.net
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The burden of persistent pain is wide and
complex, involving
multiple stakeholders.
Likewise, the advocacy
of pain must involve a
wide range of stakeholders to have a positive impact on reducing
this burden. People
living with chronic pain
deserve no less.
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Skilled in Government and Health Board level international, national, and regional
engagement in healthcare structure and policy, with a special interest in global
public healthcare infrastructure and development in low-middle income countries,
Dr Cameron is engaged in developing Quality Performance Indicators for the
treatment of Chronic Pain, for Scotland. These indicators have the potential for
international use to drive improvements in patient care. Dr Cameron is also part
of the National group in Scotland developing the National Core Minimum Dataset
to advance knowledge and understanding of the extent, and impact, of pain in
populations. Dr Cameron regularly presents at international, national and regional
conferences and events on varying aspects of pain management, research and
policy including countries such as USA, Albania, Italy, Austria, Russia, Turkey,
United Arab Emirates, Finland, Singapore, and Nepal, and aims to assist in the
improvement in pain management and resources globally.
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VITTORIA CARRARO
External Relations Director
European Pain Federation EFIC

Vittoria.carraro@efic.org
Belgium

Healthcare professionals
work in partnership with
patients, policymakers
and civil society is crucial
to tackle the societal
impact of pain.

Vittoria Carraro is responsible for managing the European Pain Federation’s
advocacy, communication and relations with external stakeholders.
As EFIC is a co-founder of the Societal Impact of Pain Platform (SIP), she carries
out EFIC’s activities and provides input’s on behalf of EFIC within SIP, leading
the work on the SIP stakeholder group on the EU Health Policy Platform with
Pain Alliance Europe and supporting the launch and ongoing coordination of SIP
National Platforms.
Prior to joining EFIC® she covered a number of roles in the health policy field for
a government affair global consultancy, the European Commission, and regional
and national government stakeholders.
Vittoria is an alumna of the European Health Parliament 4th edition, as member
of the health data committee.
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DR. ROBERTO CASALE, MD, PHD
Opusmedica PC&R Persons, Care & Research
Head of ESPRM Special interest scientific committee
(SISCs) “Persons with Pain and Disability”, Scientific
Director
ESPRM European Society Physical & Rehabilitation
Medicine

A
B
robertocasale@opusmedica.org

C
D

-Degree in Medicine University of Pavia in 1975. Specialised in Neurology in 1979
and in Anesthesiology & Pain Relief in 1987, University of Pavia. Lecturer on Pain
and Rehabilitation at the Universities of Pavia, Siena and Florence. Scientific
Director OPUSMEDICA PC&R - Persons, Care & Research
-2005-2009 (European Federation of IASP Chapters) Councilor;
From 2004 untill present Co-ordinator of the SiG “Pain and Rehabilitation”
of SIMFER (Italian Society of P&RM) ; From 2012 co-ordinator of the ESPRM
(European Society P&RM) SISCs “ Pain and disability”; From 2019 member of
the Executive Board of ESPRM
-Scientific Interests: Pain medicine : Physiopathology of pain and pain
therapy; Fibromyalgia; LBP;Neuropathic pain (CRPS). Rehabilitation medicine:
Rehabilitation of persons with pain related disability (LBP;phantom limb pain;
fibromyalgia CRPS);Muscle fatigue; Rehabilitation of central as well as peripheral
nervous system lesions.

Chronic pain is a
disabling condition that
deserves joint efforts
between different
and complementary
disciplines including
Person’s perspective.
Pain control sometime
is not enough without a
functional recovery and
an improvement of the
quality of life. Rehabilitation is a key point in
the global management
of the person with
chronic disabling pain

-As ESPRM Executive Board we are aware of the economic and societal burden
of pain related disability. In rehabilitation we are witnessed an increase in the
number of people with disabilities and pain related disabilities and the impact
of greater and longer survival. Chronic pain is a source of severe disability with
functional limitation that results not only from impairment and personal limitation
on the daily activity, but also from the relation of a person with the environment.
This directly results in a loss of capacity, at physical or mental level, reduces
the performance of some of the activities of daily living, increasing the cost of
reaching a given level of wellbeing with a tremendous burden on society. Our
goal is to put rehabilitation, in principle, as one of the pivotal roles in reducing
the cost of disability and pain-related disability via promoting functional recovery
and increasing the function with a consequent less impact on persons, families
and society. With this aim in mind as a scientific society we are producing guide
lines to help disseminating the „culture“ of a global management of the person
with chronic disabling pain. On this theme we are engaged in an awareness
campaign toward institutions, stakeholders and society. As a scientific society we
have three major and strong points: the centrality of the person, the need of a
tighten cooperation between scientific society and a better targeted involvement
of the European politics.
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DR. MICHAELA COENEN, MPH
Senior Researcher

Marchioninistr. 17
Munich
81377
Germany
coenen@ibe.med.uni-muenchen.de

People with acute and
chronic health problems experience various
limitations in daily activities and restrictions
in participation. The
International Classification of Functioning, Disability and Health (ICF)
is a useful framework
and classification to
shed light on limitations
and restrictions.

Pettenkofer School of Public Health, Chair of Public
Health and Health Services Research, LMU Munich;
ICF Research Branch, a cooperation partner within the
WHO Collaborating Centre for the Family of International Classifications in Germany (at DIMDI)
Dr. Michaela Coenen is a Senior Researcher and working group leader of the
Research Unit for Bio-psycho-social Health located at the Chair of Public Health
and Health Services Research, Department of Medical Informatics, Biometry and
Epidemiology – IBE at LMU Munich, Germany and the Pettenkofer School of
Public Health. She received her degree in psychology in 1993 and a Master
in Public Health in 2002 from LMU. In 2008, she completed her doctorate
also at LMU based on her scientific work in validating ICF Core Sets from the
patient perspective under the auspices of the (former) Institute for Health and
Rehabilitation Sciences. After being involved in several projects researching the
therapy of chronic diseases, Michaela Coenen conducted and coordinated several
studies toward the development and validation of ICF Core Sets. This included
the projects to develop and validate the ICF Core Sets for multiple sclerosis, hand
conditions, and inflammatory bowel diseases. She has also been involved in
several other large-scale scientific endeavors, notably the European Union-funded
projects “PARADISE - Psychosocial fActors RelevAnt to brain DISorders in Europe”
and “PATHWAYS – Participation to healthy workplaces and inclusive strategies
in the work sector”. Michaela Coenen has been leading the “Lighthouse Project
Hand”, an initiative supported by the German Social Accident Insurance (DGUV).
This project aims to implement the ICF Core Sets for hand conditions in clinical
routine and research along the continuum of care.
Besides her research activities, Dr. Coenen is programme coordinator of the
Master programme Public Health at the Medical Faculty at LMU Munich. The
focus of her teaching activities is on qualitative methods and research skills in
Public Health.
Dr. Coenen is steering committee member of the ICF Research Branch, a
cooperation partner within the WHO Collaborating Centre for the Family of
International Classifications in Germany (at DIMDI).
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SARAH COPSEY
European Agency for Safety and Health at Work
A
B
Sarah has been employed as a project manager for the European Agency for
Safety and Health at Work (EU-OSHA) since 1998. Her work has mainly focused
on the identification and promotion of good practices and she has developed
and managed a variety of projects to this end. Her areas of responsibility have
included various diversity issues such as young workers, mainstreaming OSH into
education, gender and occupational safety and health (OSH), disabled workers,
good practices in the prevention of occupational risks in road transport and
projects on worker participation in OSH. Recently she was the coordinator for a
major project on OSH and the ageing workforce which was carried out for the
European Parliament and is currently part of a team developing a large-scale
project on musculoskeletal disorders and the workplace.
Sarah has worked in health and safety since 1988. Before joining the EU-OSHA
she was Head of Health and Safety at UNISON - the national trade union for
public service and health care workers in the UK. Her academic background
is in psychology and ergonomics. She started her working life at Nottingham
University, on projects concerning stress and shift work.

C

copsey@osha.europa.eu
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Too often chronic pain
leads to an early exit
from the workplace.
However, as I know
from personal experience, with the right
employer attitudes and
workplace adjustments
combined with support
from the public health
system many pain
sufferers can continue
working. Occupational
safety and health has
an important role to
play in a multidisciplinary approach to
pain management.
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DR. SASKIA DECUMAN, PHD
Head disability management project, Expert Research
and Development, Deptartment of Benefits of the National Institute for Health and Disability Insurance
INAMI-RIZIV
Brussels
Belgium
Saskia.Decuman@riziv.fgov.be

Participation of people
suffering from (chronic)
pain is one of the points
of attention of the
centre of knowledge in
work incapacity of the
National Institute Of
Health and Disability
Insurance (NIHDI, Belgium). Several studies
are currently being
launched in with focus
is on how to reintegrate this people into
the labour force.

Belgium has one of the highest prevalence of chronic pain. Moreover the
problem is significant in people within the labour active age. Consequently we
have high absenteeism (21% does not work due to a pain-related problem) and
presenteeism (more than 1/3 is limited in functioning while at work) (Breikvik,
2006; WIV, 2008). Nevertheless research shows that this people want to work
(VPP, 2014). In the figures about work incapacity MSD are found as one of the
major causes of sickness absence, with pain without any doubt as one of the
most significant contributing factors. But also in other diseases like cancer we
see that, as survival augments focus is also on participation and coping with
factors such as pain.
The center of knowledge in work incapacity, installed in the Department of
Benefits of the National Institute of Health and Disability Insurance (NIHDI),
focuses since some years on this topic in the study program they launch. This
program is executed in collaboration with experts and serves policy development.
Some months ago a research was finalised in which the current situation on the
social-professional reintegration of chronic pain patients was mapped. The results
of this project are used in several follow-up studies the centre has launched in
2016-217. In this studies, the focus will be on development of the trajectory to
work for people with pain followed-up in Belgian pain centres. Besides that we
plan to support several research projects on cancer and return to work (RTW). In
all projects attention will be on early intervention, transmurality, communication
between stakeholders.
Besides research, the NIHDI foresees formal systems which stimulate RTW. One
of the tools is the possibility to RTW in an adapted way (level of time, task, …),
while remaining on work incapacity. This gives important benefits for employer
and employee (eg. earlier RTW). The NIHDI has also conventions with regional
employment services and the social insurance companies to support updates of
competences, and education to another job, in order to make sure the insured
worker can, nevertheless his disability RTW. Reintegration to the former job
within the same employer as first objective, but if not possible other options
are elaborated.
Dr Decuman is OT and MSc in medical-social sciences (health education and
promotion). In 2014 she achieved a Phd degree for the work she performed
on “work participation in people with systemic sclerosis” at the department
of Rheumatology of the Ghent University. Currently, she is expert research and
development at the Department of Benefits (NIHDI).
She is scientific coordinator of the center of knowledge in work incapacity which
has as main aims (inter)national networking and supporting research in order to
be able to guide policy. Beside that she’s project leader for the implementation of
the disability management curriculum as developed by the National Institute of
Disability Management and Research (Canada). With this educational framework
the NIHDI wants to support their stakeholders to develop the necessary
competences in job retention and reintegration.
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FRÉDÉRIC DESTREBECQ
Executive Director
European Brain Council
A
B
Frédéric Destrebecq is the Executive Director of the European Brain Council since
October 2014. In this capacity, he is responsible for providing strategic direction
and leadership while managing the day to day operations of EBC and its ongoing
relationships with its member associations and other stakeholders, as well as
representing the organisation in various European and national forums.
Prior to this position, Fred served the European Union of Medical Specialists
(UEMS) as Chief Executive Officer, and previously as Director for European Affairs.
Fred holds a Master Degree in Political Science and International Relations from
the Université Catholique de Louvain (Belgium). He also studied at the Institut
d’Etudes Politiques (Paris) and University of Wales College (Cardiff), in the
framework of the former EU Socrates exchange programme.
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Rue d’Egmont 11
Bruxelles
1000
Belgium
frede@braincouncil.eu
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In order to tackle the
challenges posed by
brain disorders, further
research that adopts
a multidisciplinary approach is needed.
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DR. MONICA ENSINI
Policy and Programme Officer
European Commission
A
B
Monica Ensini holds a PhD in neurobiology from the Scuola Normale Superiore of
Pisa, Italy. She pursued basic neuroscience research for many years in the US, UK
and France. She then moved to the field of rare diseases working for EURORDIS
and then joining the neuromuscular disease group at Newcastle University John
Walton Research Centre.
For the past four years she was seconded at the European Medicines Agency as
National Expert. Currently, she is serving as Policy and Programme Officer at DG
Research and Innovation, Directorate E, Unit E2 – Combatting diseases.
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Champ de Mars building
(CDMA)
Rue du Champ de Mars 21
Brussels
1050
Belgium
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MARK FLADRICH
CCO
Grünenthal GmbH

Zieglerstraße 1
Aachen
52078
Germany
+49 241 569 1501
Mark.Fladrich@grunenthal.com

At Grünenthal, we’re
focusing all of our activities and efforts on moving towards our vision
of a world free of pain.

Mark Fladrich is the Chief Commercial Officer at Grünenthal, a science-driven
pharmaceutical company with a strong tradition of developing innovations for
pain. In this role, he brings to life his commitment to putting patients at the heart
of everything the company does. He is particularly passionate about strengthening
links between R&D and Commercial functions to ensure that life-changing
treatments can be made available to patients worldwide.
Grünenthal is convinced that the complex nature of pain calls for holistic and
collaborative activities – from prevention and early diagnosis through to effective
treatment. The company believes policymakers, healthcare professionals and the
pharmaceutical industry must work together to advance our collective approach
to pain. For this reason, Grünenthal involves patients from the very beginning
of its R&D process and embraces insights into chronic pain management across
disciplines.
About Mark Fladrich
Before beginning his career, Mark Fladrich completed a Bachelor of Pharmacy at
the South Australian Institute of Technology in Adelaide, Australia, and a Master
of Business Administration at Macquarie University in Sydney, Australia.
Since then, he has gathered almost 30 years of experience in the pharmaceutical
industry. This includes more than 20 years at Astra Zeneca, where he held several
major leadership positions – Managing Director, Australia and New Zealand, Vice
President Global Brands, and Vice President Global Commercial Excellence. His
last role at AstraZeneca he was Area Vice President, Southern & Western Europe.
His track record of success reflects his deep and longstanding commitment to
patients.
As Chief Commercial Officer and member of the Corporate Executive Board at
Grünenthal Group, Mark is now using his extensive experience, expertise and
entrepreneurial spirit to reinforce the company’s patient-centric approach and
bring Grünenthal’s leading pain medicines to patients across the globe.
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DR. MARIA TERESA FLOR-DE-LIMA,
MD, MSC
Chronic Pain Patients Association of Azores
A
B
The whole family suffers from these consequences.
SIP has brought us the messages we need to affect our behavior, both for
professionals and patients, and more recently for institutions, as to raise awareness
of the relevance of the impact that pain has on our societies, health and economic
systems, stimulating exchange information and sharing best-practices across all
member states of the European Union.
I, as a pain practitioner since 1997, and then, hand in hand with patients, have
realized that «Together for Pain», we can do more. At SIP, I participated in the
Market from the beginning, having known other associations, other testimonies,
other pathologies. Congratulations to EFIC, PAE and ACN for the effective work
they have done and in which I honor myself for collaborating both at PAE, EP
and a SIP Portugal founder. I feel that developing European-wide pain policy
strategies & activities for improved pain care in Europe needs to understand and
join patients that suffer from Chronic Pain.
I am Anaesthesiologist, with the Competence in Pain Medicine and Master in
Palliative Care. I have been working with patients in pain since 1997, and I
organized a Patients Association since 14 years, member of Pain Alliance Europe.
That´s why I´ve been present in PAE assemblies, SIP events, the Market of patients
associations and invited to the MEPS Interest Group of Cross Border Healthcare
and Patients Rights.
In my CV I was the Director of a Anaesthesiology Department, I organized a
Multidisciplinary Chronic Pain Unit, a Group of Volunteers in Palliative Care and
I was a member of a Palliative Care Team.
In my region, I proposed a Regional Pain Control Program, presented in European
Parliament as a Good Practice for Education in pain.
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Rua Nova do Visconde, 64
Ponta Delgada
9500-337
Portugal
mtflordelima@gmail.com
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The societal impact
of Pain is a burden
that results from the
worldwide high prevalence of patients with
unrelieved Chronic Pain,
as well as the consequences for the patient
himself, his family and
society in general. The
patient himself suffers
in silence from disturbances of his personal
life (psychological,
sleep, nourishment) of
his sociability (leading
to isolation, anxiety,
depression) of his
spiritual life and of his
economic life.
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ASSOCIATE PROF. BRONA FULLEN
Associate Professor, Physiotherapist and President
Elect
European Pain Federation EFIC

A
B

Associate Professor Brona Fullen is a former President of the Irish Pain Society,
and current member of the European Pain Federation EFIC Executive Board. Next
year, Associate Professor Fullen will assume the position of President of EFIC for a
three-year period. Her areas of interest include assessing and rehabilitating people
with chronic pain experiencing a range of conditions, such as musculoskeletal
dysfunction, obesity, and spinal cord injury and much more. Currently, Associate
Professor Fullen is a lecturer at the University College Dublin (UCD), School of
Public Health, Physiotherapy and Sports Science. She is also an expert in the
clinical area of pain management and a founding member and Director of the
UCD Translational Pain Research, a center that aims to promote research in the
field of pain science.
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Belgium
brona.fullen@ucd.ie
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Pain Education
targeted to patient,
healthcare professional
and general public is
vital to improve policies
to address the impact
of pain on societies and
individuals.
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PROF. DR. THOMAS GANSLANDT, MD
Heinrich-Lanz-Center for Digital Health,
Mannheim University Medicine,
University of Heidelberg

Heidelberg
Germany
thomas.gansandt@medma.uniheidelberg.de

Digital Health platforms
will enable us to better
track and manage pain
on an international
level. We now have a
unique opportunity to
align interoperability
standards, data structures and terminologies
that will get us there,
collaboratively.
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As speaker of the Interoperability Working group of the German Medical Informatics
Initiative, Prof. Ganslandt coordinates the establishment of interoperable data
structures, interfaces and platforms for the secondary use of clinical data across
the German university hospitals.
The increasing availability of structured clinical care data through secondary use
platforms and personal health records enables comprehensive new approaches
for tracking and managing pain. The heterogeneity of processes, data structures
and terminologies have, however, limited their effectiveness so far. It is imperative
to address these challenges in a coordinated way, including patients, clinical care
and researchers.
Thomas Ganslandt is Professor for Medical Informatics and Executive Director of
the Heinrich-Lanz-Center for Digital Health as well as Chief Scientific Information
Officer at Mannheim University Medicine, Heidelberg University since 2018. He
is a board member of the German Telematics Platform for Networked Medical
Research (TMF e.V.) since 2018. Previously he was head of IT Infrastructure
for Research and Strategic Management at Erlangen University Hospital from
2008-2018 and a researcher at the Chair of Medical Informatics of Erlangen
University from 2003-2008. He worked as a physician and research assistant
at Muenster University hospital from 1998-2003. He graduated in Medicine at
Münster University in 1997.

MARÍA SOLEDAD GARCÍA PENALTA
Board member
PAE, SIP Spain
A
B
Maria Soledad García Penalta lives in A Coruña, Spain. She works as Executive
Director of ASPERGA (Galician Association of Asperger Sydrome) and is also
Secretary of the Board of the Galician Federation of Autism.
Previously she worked as a Senior Officer Assistant for the Coruña Biomedical
Institute Foundation, which promotes biomedical research, education for young
researchers, and brings science to citizens through a series of lectures and
workshops.
She is a member of the management board of Pain Alliance Europe (PAE), an
institution that aims to promote awareness for chronic pain, promoting European
policy to reduce the impact of chronic pain on the European society on all areas.
A chronic pain patient herself, she firmly believes that the experience of pain
represents a substantial burden on both individuals and the economy, not only
with reduced participation in the labour force and increased absenteeism, but
with substantially higher patterns of healthcare resource utilization.
Changes are necessary, and it is time for patients and professionals to work
together to universalize health systems across Europe to establish more equal
and effective coverage for everyone.
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Spain
solegarciapenalta@gmail.com
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At PAE we believe in
giving the patient the
right to choose the
best possible solution
and support to live
their life according to
their possibilities and
wishes. We must act as
patients’ advocates to
change the system.
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DR. MANUELA GLARCHER, BSC. MSC.
Research Associate
Paracelsus Medical University

Building A (1st Floor), Strubergasse 21
Salzburg
5020
Austria
manela.glarcher@pmu.ac.at

Pain management
should focus on the
outcome after surgery
and may vary depending
on the perspective of
the observer, time, and
resources required.
These include patient
reported outcomes
(PROs), clinical outcomes as well as health
economic outcomes.

As one of the key indicators of patient satisfaction, high quality standards in
acute pain management should be prioritized. Measurement is necessary to
improve quality care in acute pain. Therefore, we need to standardize what needs
to be measured to then reliably apply these measurements. Quality indicators
are important to improve the management of pain. Obviously, a consensus
based definition on quality indicators is missing. This requires comprehensive,
multidisciplinary coordinated initiatives and the participation of patients in pain
management strategies.
Manela Glarcher is research associate at the Paracelsus Medical University,
Institute of Nursing Science and Practice in Salzburg. She is a member of the
expert group in pain management of the German Network for Quality Care
(Deutsches Netzwerk für Qualität in der Pflege, DNQP).
09/2017 – today
06/2011 – 09/2017
Research associate
Institute of Nursing Science and Practice, Paracelsus Medical University Salzburg
• Outcome research
• Patient safety
• Pain management
• Quality indicators (e.g. drug safety, falls) and quality care
Controlling in nursing care quality
Organizational unit for nursing care Graz, Styrian Hospital Organization
10/2010 – 05/2011
Quality management
University Hospital Graz, Department for quality and risk management
10/1996 – 09/2010 Intensive care nurse
University Hospital Graz, Intensive care unit for cardiac diseases and organ
transplantation
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IOANA-MARIA GLIGOR
Head of Unit
European Reference Networks and Digital Health, EU
Commission (DG SANTE)

A
B

Ioana-Maria Gligor is Head of Unit for European Reference Networks and Digital
Health in the European Commission, in DG Health and Food Safety (SANTE).
Before joining SANTE, Ioana was Deputy Head of Unit in the Secretariat General
of the Commission and in DG Employment and Social Affairs (EMPL) and assistant
to the Director General of DG EMPL.
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Brussels
Belgium
Ioana-Maria.GLIGOR@
ec.europa.eu
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She started her career in the European Commission in the cabinet of Commissioner
Orban. Before joining the European administration, she was spokesperson to the
Romanian Chief Negotiator with the EU.
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DR. MARIO GRIXTI, MD
Specialist in Palliative Medicine, Spec in Family
Medicine
Department of Primary care, B’Kara Health Centre

A
B

Having worked in oncology and palliative medicine for twelve years in secondary
care, I am now directing my efforts to address the accessibility of patients with
chronic pain to therapeutic interventions at primary care level as well as looking
at education programs for health care professionals in the field for chronic pain.
For this reason a crossectional quantitative study was carried out in Malta and it
is now important to utilise this data to support health care professionals in their
endeavours to convince policy makers to act in theon the social impact of pain
in the best interest of our patients by considering accesseability to services and
creating clinics within primary care to address patients needs.
The impact of pain on Maltese Citizens: A Cross Sectional study.
Abstract
Background:. The objectives of this research were to obtain information on the
extent of the impact of pain on Maltese citizens, to discern the frequency of
diverse pain including chronic & severe pain and to profile the burden of pain
among adult sufferers in Malta,
Method: A cross-sectional survey (N = 1100) was undertaken across the Maltese
Islands, using mixed methodology approaching sample partially online (70%)
and partially by phone (30%) amongst adults aged over 18 years in Malta
between December 2017 and January 2018. Qualitative research through 2 focus
groups was also carried out in February 2018. The tool of measurement for the
quantitative telephone interviews was the SF-36v2® Health Survey tool with 36
questions to measure functional health and well-being from the patient’s point
of view. This was back translated into Maltese.
Results: 52.4% have experienced some extent of pain in the last 3 months while
22% indicated that this pain was moderate to very severe and impacting greatly
on their quality of life; 37.8% of respondents indicated that they had been
experiencing pain for over 2 years. Almost 65% of respondents experiencing
pain identified as being musculoskeletal in nature. 70% of respondents identified
their GP as their first point of contact either in the private or public health sector
Conclusion: Comparisons with other European studies shows that chronic pain in
Malta is equally common to most countries. Most of respondents suffering from
chronic pain are generally satisfied with their given treatment.
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B’Kara Civic Centre, Tumas
Fenech Street
B’Kara BKR-2527
Malta
grixm@hotmail.com
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Healthcare service
provision and politics
are necessary if we aim
to achieve the best outcomes for patients who
make use of healthcare
services for their health
concerns. In chronic
pain it is up to medical
research to come up
with convincing data to
show to politicians the
true impact it has on
the social and economical and psychological
well-being of a population. We as health care
professionals , also
need to be educated on
management of chronic
pain and realize the
suffering that it causes
to our patients. Engaging with politicians,
irrespective of one’s
personal views should
be seen as a humble
effort in the name of
patients with chronic
pain to obtain national
recognition and services for their benefit
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GUNILLA GÖRAN
Secretary
ENFA

Sweden
gunillagoran@hotmail.com

Healthcare, at a
national and EU level,
has a responsibility,
in collaboration with
patients, to improve the
quality of life for those
who live with chronic
pain. We need to understand that the burden
for the person that live
with pain effects the
whole family, children
and relatives, work and
our society in so many
levels in a devastating
way.
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I´ve been living with chronic pain, Fibromyalgia, for almost 25 years, a chronic
pain that has not been recognised as a disease in its own right and therefore the
healthcare-system have not offered any treatment or rehabilitation at all. For 20
years I have worked as a volunteer and patient representative for the Swedish
Rheumatism Association and since 2008 I have been involved in the European
Network for Fibromyalgia Associations ENFA.
In Sweden with a population of 10 million, it is estimated that 20% suffer from
pain, which is 2 million inhabitants. The healthcare system has not been active
in responding to patients in an adequate and caring way.
It is now so important that we take action. Patient representatives in cooperation
with dedicated professionals and industry need to tackle this alarming situation.
In Sweden we need to learn from what has been achieved in Europe, to form
alliances to become a strong voice that can influence politics.

TADEUSZ HAWROT
Consultant
SIP Portugal
A
B
Tadeusz Hawrot has spent more than a decade working in the EU environment,
with a main focus on promoting brain health. His recent interests pertain to
convergence between EU and global public health priorities. His academic
background includes a post-graduate degree in Public Relations held at the
Warsaw School of Economics. Currently, Tadeusz’ main professional engagement
is with the European Federation of Neurological Associations (EFNA).
In 2019, he has also assisted SIP in creating a toolkit for National SIP Platforms
and was involved in forming a Portuguese SIP Platform.

C

Portugal
tadeusz.hawrot@gmail.com

The well-being of society should be the main
driving force for any
government or institution. This is particularly
important in view of
a rapidly increasing
prevalence of neurological disorders, including
chronic pain. We need
to act now by pulling
our resources together
and implementing evidence based solutions.
This is why several
years ago EFNA has
formed a strategic alliance with SIP to work
jointly on addressing
the challenges posed by
neurological ill health
and chronic pain.
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ANDREAS HELLMANN
Business Development
Value Based Medical Care GmbH

Germany
andreas.hellmann@valuebasedmc.de

Chronic Pain is a multidimensional phenomenon which is still seen
as an unidimensional
problem.
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During my personal journey as a physiotherapist in the Netherlands, my
employment in the higher education for the Fresenius university of applied science
and my research in chronic low back pain during my doctoral studies, I recognized
that treating the cognitive dimension of treating chronic pain is underrepresented
in common therapy management programmes. Rather it can be assumed that our
mechanistic understanding of treating pain intensifies this problem.

THOMAS ISENBERG
Managing Director
German Pain Society
A
B
Thomas Isenberg, 52, is the Managing Director of the German Pain Society,
comprising 3500 individual members plus a couple of membership-organisations,
thus resulting in the largest medical-scientific organisation in the area of pain
in Europe

C

Germany
isenberg@dgss.org

The Health Care
System ought to serve
patients, not vice-versa.
Scientific Medical Organizations and Patient
Orgasitations have an
unique chance to foster
this goal, also in the
area of pain.
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JOKE JAARSMA
President
European Federation of Neurological Associations
(EFNA)

The Netherlands
joke.jaarsma@chello.nl

Patient empowerment
is vital for effective
healthcare

In her working life Joke Jaarsma was senior publisher at one of the major science
publishers. She joined the Dutch Restless Legs Syndrome (RLS) patient association
in 1999. The disease runs in her family and she wanted to learn more about it
through patient advocacy work. To date she is still active as Vice President of
the Dutch Group. In 2009 she started the European Alliance for Restless Legs
Syndrome, an organization which now represents all major European patient
groups for RLS. She still works with them as Director External Relations. In 2017
Joke was elected as treasurer of the European Brain Council. She also is a member
of several scientific panels at the European Academy of Neurology.
Joke Joined the EFNA Board in 2012 and has been actively involved in EFNA’s
work since then. Having finished full-time paid employment she decided to spend
her retirement in helping give neurology patients a strong and collective voice.
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LIISA JUTILA
Vice President
Pain Alliance Europe
A
B
Mrs Liisa Jutila has lived with chronic pain for over 20 years and knows pain steps
from the initial confusion to acceptance.
She graduated as a logistic engineer (B.Sc) from Technical Institute of Jyväskylä
and got her M.Sc in international logistics from University of Plymouth. Her aim
was to continue her studies – but a slipped disk and the chronic pain that
followed changed those plans. At the age of 35, instead of getting a PhD she
faced retirement.
She has always worked in the field of logistics, going from truck driver to transport
manager. Ten years after the pain started, she found a balance with medication
and rehabilitation and was able get back to work as a substitute teacher at the
vocational school.
In 2002 she start volunteering at Suomen Kipu ry (the Finnish Pain association,
FPA), which aims to increase knowledge of chronic pain and its impact on
everyday life. Association works together with other patient organisations
indicating politicians and decisions makers to improve conditions of people living
with chronic pain. She started as a treasurer, continues as an editor of FPA journal
Kipupuomi and in 2005 she became president. Now she works as a delegate of
international affairs.

C

Tohmajärvi
Finland
liisa.jutila@pae-eu.eu
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The knowledge of the
societal impact of pain
can open the eyes of
politicians, institutions
and decision-makers.
Investment for pain
treatment, rehabilitation opportunities and
pain research will give
back multiple times in
the future.
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She believes that every country should have a strong pain patient organisation
which can promote awareness of chronic pain and help remove its stigma, but
also that European and International chronic pain patient organisations are
needed. When Pain Alliance Europe, the European umbrella organisation for pain
associations was founded 2011, she joined as a board member and in 2014
became a vice-president.
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Over the years she has learned that for healthcare professionals and patients,
cooperation is essential and it should be possible in all European countries.
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PAE surveys are an excellent example of powerful patient work. Surveys have
provided relevant information about chronic pain and healthcare, rehabilitation,
work-life and stigma. Results show that chronic pain is not just a personal tragedy
but also that economic burden is heavy.
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DR. ULRIKE KAISER,
RER. NAT. DIPL.-PSYCH.
Principal Investigator VAPAIN
University Hospital Carl Gustav Carus Dresden
Comprehensive Pain Center
Fetscherstraße 74
Dresden
01307 Dresden
Germany
ulrike.kaiser.usc-tkl@uniklinikum-dresden.de

Interdisciplinary collaboration benefits all:
professional advancement, patient improvement and personal
growth.
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Ulrike Kaiser is clinical psychologist and has been working with patients suffering
from chronic pain for 20 years. Her scientific interest focusses on interdisciplinary
pain management and public health. She beliefs in the benefit for researchers by
involving patients into scientific activities. She has been involved into multicentre
studies and political activities nationally and internationally.

DR. USMAN KHAN
Executive Director
European Patients Forum
A
B
Dr Usman Khan was appointed Executive Director of the European Patients
Forum in April 2019. In addition to managing a Secretariat team in Brussels,
he represents the organisation internationally and supports the EPF Board and
Membership. Prior to taking up his post at EPF, Dr Khan was Executive Director
at the European Health Management Association.
A health policy and management professional with in excess of 25 years’
executive level experience within the public, private and not for profit sectors, Dr
Khan spent over a decade working in academia, before moving into health and
social care consulting in 2000. He has held a number of high profile non-executive
positions in health and social care and currently holds academic positions at
George Washington University and New York University (London).

C

Belgium
usman.khan@eu-patient.eu

Patients often prioritize
symptom management
over clinical endpoints
and pain is one of the
most significant symptoms for patients with
long term conditions.
Assessing the patient
perspective and incorporating the patient
voice should therefore
be seen to be a central
priority when assessing
the role of pain in modern European health
systems.
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DR. MED. KRISTIN KIESELBACH,
MD
Medical Director
A

Interdisciplinary Pain Center,
Medical Center, University of Freiburg
For the German Federal Land Baden – Württemberg (BW), the “Pain Forum BW”
was founded in the year 1999. Hence, a diverse group of representatives of pain
health care had been brought together under moderation of the Ministry of
Social Affairs BW, playing a decisive role in health promotion. The Pain Forum was
divided into 4 working groups: pain and ethics, interdisciplinary pain conferences,
investigation and education and (supra)regional allocation of tasks. Pain Forum
and Ministry of Social Affairs BW approved the “Concept of Improving Pain Care
2000”. One of its highlights was establishing interdisciplinary pain conferences
and introducing Pain Centers.
In 2009, the “Federal Advisory Board for Pain Care BW”, who since then counsels
the Ministry of Social Affairs BW, was created. In the same year, a concept for
the improvement of centered pain–care could be implemented by certification
of Regional (in approved district hospitals) and Supraregional Pain Centers
(university teaching hospitals). All Pain Centers are closely linked with each
other as well as to local GPs, pain specialist, psycho- and physiotherapists and
centers for rehabilitation. The Ministry of Social Affairs BW is responsible for the
certification process.
The certification indicates quality assurance and a high standard in a graded
pain care system.
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Breisacher Str. 117
Freiburg
79106
Germany
kristin.kieselbach@uniklinikfreiburg.de
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Federal social policy
can facilitate the
interaction of health
care structures as
well as the relationship between social
politics and healthcare
in a regional setting. A
comprehensive medical
care for patients suffering from chronical pain
should be centered in
health policy and pain
therapy together.

Currently the Fed. Advisory Board for Pain Care BW and the Ministry of Social
Affairs BW together are updating the “Concept of Improving Pain Care 2000”,
based on the reliable successes and to appropriate recommendations. Essential
elements are the optimization of networking and cooperation of different sectors
in healthcare and health professionals, also considering the structural and financial
impact. The interprofessional and multimodal approach has to be acknowledged
and embedded, too. A stronger involvement of patient organizations has to be put
in practice as well. This refined concept shall optimize the health care situation
and quality of life of patients suffering from chronical pain timely and locally. It
also serves as a platform for further education and multicentric research.
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Kristin Kieselbach, MD, specialist on neurosurgery and pain therapy, is since
2011 Medical Director of the Interdisciplinary Pain Center of the Medical Center,
University of Freiburg. The Interdisciplinary Pain Center works since 2012 as a selfdirected organization. Patients are treated in an outpatient manner, in a day-care
clinic and in an inpatient ward with multimodal and interprofessional pain care
“under one roof”. Kristin Kieselbach is engaged in health policy and holds the
office of the medical chair of the “Federal Advisory Board for Pain Care BW” of
the Ministry of Social Affairs BW. She also participates in several working groups
and boards of the German Pain Association and has a leading part in collegiate
education and education for residential specialists.
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DR. MARJA KINNUNEN
Executive Manager
Finnish Musculoskeletal Association Tuki- ja liikuntaelinliitto - Tule ry, SIP Finland

Helsinki
Finland
marja.kinnunen@suomentule.fi

Musculoskeletal conditions are the leading
contributor to disability. Some conditions
could be prevented. For
those that could not,
a lot could be done to
improve the prognosis.
We need to create
equal opportunities
for everyone by health
promotion actions,
better treatment and
rehabilitation.

I am one of the SIP initiators in Finland. I come from an umbrella organisation of 17
national musculoskeletal associations. Our organisation, Finnish Musculoskeletal
Association was founded 17 years ago as there was a shared worry among
musculoskeletal patient organisations, medical professionals and researchers.
They started to take action and drew up a National Musculoskeletal Programme
that we still co-ordinate and update.
Musculoskeletal conditions are not only causing suffering in people’s life,
but they have huge impact on national economy. A lot more could be done
to improve peoples’ lives! We aim to reduce musculoskeletal problems and to
promote musculoskeletal health on national level. We lobby and co-operate with
politicians, office holders and decision makers at all levels (EU, national, regional,
community).
Many conditions could be prevented or at least alleviated with healthy lifestyle
and patients’ own actions. However, changes and maintenance are not easy for
most of us, especially if you live with burden like chronic pain.
We are working on society that would make these actions as easy as possible
starting from how cities are build and maintained or whether they support local
patient organisations’ activities. We also work on equal access to make choices
that support peoples’ health despite of their economic background or condition.
My own background is in social psychology, public health promotion and
research. I have done a lot of work in the areas of health behaviour change
and communication between health care professional and patient. I am still
very interested in how to best support people to make changes. This includes for
example how different psychological and social determinants predict our health
behaviours, and especially if changing these determinants can support change.
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ASSIST. PROF. NEVENKA KRCEVSKI
SKVARC, MD, MS, PHD, EDPM
Head of Institute
A

University Medical Center Maribor, Slovenia at the
Department of Anesthesiology, Intensive Care and Pain
Treatment
She is a founder Slovenian Association for Pain Management in 2006 and was the
first President for nine years, after that and till now is a member of Association’s
Council. From 1996 and 2011, and from 2017 she is the Councilor of EFIC. From
2011 till 2017 she was the Honorary Secretary of European Pain Federation –
EFIC. Since 2017 is active in few Committees of EPF EFIC and since 2015 is
Director of international School for Cancer Pain and Palliative CARE.
Is the author of more than 150 articles published in scientific journals, publications
and textbooks. In professional lifespan is active in clinical, research and education
fields of medicine.

B
Faculty of Medicine University of
Maribor; Institute for Palliative
Medicine and Care

Improvement of pain
education on professional, patients, political
and public level is our
main target in Slovenia
in the next years.

C
D
E
F
G
H
I
J

Main field of expertize: chronic pain management, cancer pain, neuropathic pain,
palliative medicine and care.
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SAM KYNMAN
Executive Director
European Pain Federation EFIC
A
B
Sam Kynman is the Executive Director of the European Pain Federation EFIC. Sam
manages the Federation’s educational and scientific projects, provides strategic
advice to the Executive Board, and oversees all financial and administrative
functions of the organisation. Sam is the main contact point of the organisation
in Brussels, the seat of the Executive Office in Europe. Sam is motivated by
EFIC’s mission as a non-profit organisation to improve the lives of all people
living with pain.
Before working for EFIC, Sam worked in politics and governmental affairs.
Sam originally worked for a political party in the United Kingdom, eventually
moving to Brussels to work for two Members of the European Parliament. Sam
eventually worked on European health policies on issues such as pharmaceuticals,
medical devices, cross-border health threats and civil protection. After leaving the
European Parliament, Sam worked for a public affairs agency, giving advice to
companies affected by European Union policies.
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Belgium
sam.kynman@efic.org
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EFIC’s mission is to support the work of clinicians and researchers
across Europe through
projects in education,
research and advocacy. SIP is EFIC’s most
successful campaign
in terms of translating
our objectives into clear
recommendations for
policy makers.
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PROF. DR. BRITTA LAMBERS
Lecturer for health economics.
Project manager of the scientific project SIC (Social
Impact of Chronic Pain).
Member of steering committee, UVSD SchmerzLos.
Member of the German Pain Association.
MediaPark 4D, Department
Health & Social
Cologne
50670
Germany
britta.lambers@hs-fresenius.de

If etiology of chronic
pain is due to biopsycho-social effects,
the pain management
necessarily should be
set up as an interdisciplinary and multimodal
concept including all
types of interventions
in regards to the WHO
criteria. The combined
roll-out of ICD 11 and
ICF is a first important
step changing the mindset of all participants
in therapeutic settings
towards the importance of social effects
in pain chronification
processes.
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University of Applied Science Fresenius
Regardless of several therapeutic developments in the somatic and psychological
field – if not covering the full bio-psycho-social dimension, the intervention could
not be regarded as evidence-based. Based on strict separation of health and
work sector, social-context focused interventions are still underrepresented in
patient care in Germany. Therefore, the adjustment of the patients´ constitution
with the job/family environment and the quality of participation as a whole
should be a constant outcome parameter in pain therapy and scientific studies. In
consequence existing pain assessment instruments should be adjusted to monitor
social effects beside the somatic and psychological ones. Most of the social effects
already included focus on socioeconomic status, which represents just one aspect
of the whole dimension of social life indicated in the ICF.
Additionally, facing the demographic change, preventive strategies become more
and more important. One aim should be to raise the awareness also of therapists
in acute pain care, that chronic pain could arise out of different illnesses in a
bio-psycho-social manner. Therefore, thorough pain anamnesis should cover also
social risk factors to involve pain specialist at early stage.
Britta Lambers, with her professional background in natural science, works now as
a scientist and professor in the field of health care and chronic pain management
at University of Applied Science, Fresenius. Together with an interdisciplinary
group of researchers she conducts a scientific project aiming the influence of social
factors on pain chronification. Furthermore, she implemented an occupational
health program targeting the development of chronic pain in her own company
ARCUS Raumsysteme.

JEROEN LENAERS
Member of European Parliament
European Parliament Group of the European People’s
Party (EPP)

A
B

Jeroen Lenaers graduated from the Master program in European Studies in 2008
and started working in the European Parliament as a policy assistant to the Dutch
Christian Democrat delegation in the EPP Group. His main focal points during
these 5 years were Foreign Affairs and Social Affairs & Employment.
In 2014, after a successful campaign, he got himself elected Member of the
European Parliament for the same delegation. Jeroen Lenaers is a member of
the Committee on Social Affairs & Employment and a substitute member in the
Committee on Civil Liberties, Justice and Home Affairs.
Next to that he is the vice-chair of the DASE Delegation (South-East Asia). Since
September 2019 he is also vice-chair of the Delegation for relations with the
Mashreq countries.
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The Netherlands
jeroen.lenaers
@europarl.europa.eu
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We have 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; we call on the
European 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.
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MARCEL LEPPEE, MD, PHD
Physician
Institute for Healthy Ageing

Slovenska 1
Zagreb
10000
Croatia
marcel.leppee@gmail.com

A very important step
for people with low back
pain is the identification
of the key messages.
These messages may
relate to guidance for
treatment and reassurance, as well as must
be understandable to
patiens.
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Most of low back pain (LBP) patients return to work (RTW) before their symptoms
are completely gone. Going back to work does not cause more harm than staying
home on sick leave. It is possible that going back to work actually helps patients
recover even more. It’s clear that RTW is linked most directly to function, so RTW
occurs when the patient can perform the movements and tasks required by the
job.
Marcel Leppée graduated from the School of Medicine, University of Zagreb. He
completed postgraduate studies in public health and epidemiology, and health
studies and information systems. He acquired PhD in 2008. He is the member
of the Croatian Medical Association and Croatian Society for Public Health and
published over 250 professional and scientific papers and abstracts.

SOUZI MAKRI
Vice-President
Cyprus League Against Rheumatism
A
B
Souzi Holds a BA degree in Economics and has completed a course at the Open
University UK, in the field of Psychology.
She has been working as volunteer with the Cyprus League against Rheumatism
(CYPLAR) since 2008 and currently holds the position of the Vice- President. She
is one of the trainers of the ‘’Self-management” training offered by CYPLAR.
Souzi has been trained as a Patient Research Partner by EULAR and she has
become a EUPATI Fellow, after completing a 14-month course in the research
and Development of Medicines.
Souzi Makri has been the Chair of AGORA from September 2011 to September
2017, the year she was appointed as Honorary Chair.
From 2015- 2019 she has been the President of ENFA (European Network of
Fibromyalgia Associations).
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Cyprus
souzi.makri@cytanet.com.cy
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Chronic pain, as a disease of its own, causes
suffering to a large
number of Europeans.
All stakeholders must
join forces to raise
awareness and support
the rights of patients.
SIP offers the platform
for this joint effort.
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Souzi has published three books in the Greek language.
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DR. CESAR MARGARIT
Physician, Chief of department
SIP Spain, Hospital General Universitario de Alicante –
Department of Anestesiology, Reanimation and pain
therapy
Calle Maestro Alonso 103
Alicante
Spain
cmargarit69@gmail.com

Patients’ quality of life
should be our goal

Dr. Cesar Margarit has specialised his studies in physiopathology and pain
treatment as well as anestesiology and critical care.
He has been a Board Member of the Spanish Pain Society since 2012 and a
Spanish representative for the International Association for Study of Pain (IASP).
The lines of investigation throughout his career are Pharmacogenetics in chronic
pain, Sleep and pain, Opioids and chronic pain, Sexual impairment and opioids
as well as Cost – effectiveness and spinal cord stimulation.
Dr. Margarit has also published a study on “Estudio de efectividad, seguridad
y marcadores predictivos genéticos, en un modelo de lumbalgia crónica, en
tratamiento con opioides - CUM LAUDEUM” - Study of cost-effectiveness, safety
and genetic productive markers, in a model of opioid treatment for chronic pain.
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DR. ELSA MATEUS, PHD IN
ANTHROPOLOGY
President
A

LPCDR

B
Elsa Mateus was diagnosed with Juvenile Idiopathic Arthritis in 1977. She is
PhD in Anthropology (speciality Anthropology of Health). Since 2015, she is the
President of the Board of the Portuguese League Against Rheumatic Diseases
(LPCDR). After completing the EUPATI training on Patient Expert in Medicines
Research and Development Process in 2015, she is EUPATI Fellow and President
of the Board of EUPATI Portugal. She is also member of the Board of the National
Patients’ Association for Childhood Rheumatisms (ANDAI) and member of the
EULAR network of Patient Research Partners. She is the current Chair for the
Standing Committee of PARE in EULAR.
As a user-led organisation, with a Pain Patients’ Group, LPCDR has recognised
the lack of awareness on the societal impact pain, employment issues and the
need to prevent work-disability as main areas to develop lobbying activities, at
the national and European levels.
Therefore, while member of PARE, LPCDR has engaged in EULAR initiatives
towards integrating people with rheumatic conditions in work life. The need to
shape proper conditions for work ability, the link between access to adequate
health care and work, as a consequent health outcome, are central to improve
the quality of life of the 37% of Portuguese citizens who suffer from chronic
pain and of the 56% of Portuguese citizens with rheumatic and musculoskeletal
diseases. Early retirement, disability pensions, absenteeism, and job changing
are frequent consequences of chronic pain and related impairments. Addressing
these challenges and finding solutions for people suffering from chronic pain led
LPCDR to endorse the Societal Impact of Pain initiatives. Furthermore, LPCDR
was involved with other stakeholders in establishing SIP Portugal as a national
platform to improve pain care policies, including employment practices. Creating
synergies, bringing together different expertise, under the objective of reducing
the burden of chronic pain and promoting better employment conditions are
our main goals.

Quinta do Loureiro, 13 – Loja 2
Lisboa
1350-410
Portugal
direccao@lpcdr.org.pt

Behind the invisibility
of pain, lies its hidden
impact on people’s lives.
Unveiling the challenges
of living with chronic
pain should enhance
access to proper care,
and thus the chance to
live life to the fullest.
Supportive employment
policies are needed,
since work is an essential part of every
citizen’s life.
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As a national patients’ organisation, LPCDR is engaged in implementing the
campaigns and initiatives promoted at the European level, by EULAR and SIP, as
tools for awareness and lobbying activities within our country. Likewise, LPCDR
is active on providing the situation of the people we represent to strengthen the
common unmet needs at the European level.
These aspects will be the focus of the presentation that will also cover LPCDR’s
partnerships, networks and initiatives to advocate for better quality of life for
people suffering from chronic pain.
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DR. HELENA MIRANDA,
MD; DR.MED.SC, MSC
Chair of SIP working group of FASP
Finnish Association of Study of Pain (FASP)

Finland
hmir24@gmail.com

Chronic pain should
be one of the highly
prioritized conditions
in healthcare because
it causes enormous
economic burden for societies and unconscionable suffering for individuals. Pain patients
and professionals need
to work together to
make a change.
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MD with a Doctoral degree in pain epidemiology (University of Helsinki), MSc in
Work Environment studies (Univ. of Massachusetts Lowell). Adj.professor (Univ.
of Tampere).
In clinical work, treated pain patients mainly in primary and occupational health
care. Developed systematic methods for better pain treatment in the context of
occupational health and primary care in Finland. Received multiple awards within
the medical community (e.g. The Finnish Medical Association’s Quality Award).
Chosen as The Most Influential Healthcare Professional (position 2) in 2016.
Written a bestseller pain management book Ota kipu haltuun, 2016 (in English:
Rethinking pain - How to live well despite pain, 2019). Received The Helper of the
year - award from the Finnish Pain Patients’ Association (Suomen Kipu ry) in 2018.
Currently the chair of the Societal Impact on Pain working group in the Finnish
Study of the Association of Pain.

PROF. BART MORLION
President
European Pain Federation EFIC
A
B
Bart Morlion is director of the multidisciplinary pain centre at KU Leuven in
Belgium.
He is the current president of the European Pain Federation EFIC®. Between
2006 and 2012, Bart Morlion was the President of the Belgian Pain Society –
the Belgian Chapter of the International Association for the Study of Pain (IASP)
and represented Belgium as councilor in EFIC®. He is the program director of the
Belgian interuniversity postgraduate studies in algology.
Bart Morlion teaches pain management and pharmacology at the Leuven University
and several higher institutions. He has given more than 450 international and
national invited lectures and seminars on pain management, and has authored
a number of primary manuscripts, reviews, books and book sections. He is
deputy editor of the European Journal of Pain and a regular reviewer for several
international journals. His professional interests include all aspects of multimodal
chronic pain management, analgesics, and quality management.

Weligerveld 1, Pellenberg, 3212
Belgium
bart.morlion@uzleuven.be
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Policy makers at EU
and national level
need to understand
the severe impact of
pain upon society. It is
our job at EFIC® and
in the SIP platform to
highlight this impact,
and to point to positive
changes that could be
made.
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ASS.-PROF. DR. RER. MEDIC.
NADJA NESTLER
Assistant Professor
Institute of Nursing Science and Practice
WHO Collaborating Centre
Paracelsus Medical University
Strubergasse 21
Salzburg
5020
Austria
nadja.nestler@pmu.ac.at

Assistant Professor with research focus Care of People with chronic Diseases at
the Institute for Nursing Science and Practice at the Paracelsus Medical University,
Salzburg
Chairperson of the Nursing Development Units within the Institute

Chronic pain is an
important health challenge in Europe. It’s an
entity itself as well as a
symptom of the NCDs.
Therefore it needs a
realistic presentation in
the disease classification from the perspective of all participating
health care professionals within the treatment cycle.
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Advanced Nurse Practitioner (Pain Management) , Member of the Expert Group
for the National Expert Standard: Pain Management in Nursing
Spokesperson of the Standing Advisory Board of the German Pain Society

MARIAN NICHOLSON
Herpes Viruses Association and Shingles Support
Society
A
B
Marian Nicholson is director of the Herpes Viruses Association and its sub-group
the Shingles Support Society. This charity gives patients information regarding the
nature of the infection. It provides self-help advice and supports them in obtaining
appropriate treatment when they are affected by post-herpetic neuralgia, a severe
pain which may follow a bout of shingles, especially in the elderly.
She is a trustee of Pain UK and board member of Pain Alliance Europe (PAE).
For PAE, to help raise awareness of the impact that pain will have on patients
and society, Marian has helped organise PAE’s three pan-Europe surveys on
different aspects of living with chronic pain which achieved a total of over 14,000
responses from in 14-15 languages.
At the EFIC Conference in 2019, the results of two of these surveys were shown:
Pain and Work (2018) and Pain and Stigma (2019). A poster on each topic was
accepted for display and Marian was invited to give two presentations during
the conference.
On the topic of shingles (herpes zoster) and post-herpetic neuralgia, Marian has
published articles in Practice Nursing (guest editorial), Dermatological Nursing
and Nursing in practice as well as many consumer magazines.
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Chronic pain affects all
aspects of a person’s
life. It is invisible and
therefore less understood not only by
society but also by
close family. Accessing treatment to help
control chronic pain is
difficult. I work to help
raise awareness and
to improve the quality
of life of chronic pain
patients.
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JOANNE O‘BRIEN,
RGN, RNP, BSC, MSC
Registered Advanced Nurse Practitioner in Pain
Management
Beaumont Hospital
Ireland
joanneobrien@beaumont.ie

Joanne is the Immediate Past President of the Irish Pain Society and works in the
Department of Pain Medicine, Beaumont Hospital since 1999. She teaches on all
postgraduate programmes offered to nurses in Beaumont Hospital and is a guest
lecturer on the graduate nursing programmes offered in Dublin City University
and the Royal College of Surgeons (RCSI).
Joanne has a particular interest in the treatment of Neuropathic Pain using
Capsaicin 8% and in promoting self-management strategies for patients with
a diagnosis of Fibromyalgia.
In 2018 Joanne was awarded an Irish Research Council Employment Based
Post Graduate Scholarship and is currently undertaking a PhD at the RCSI. Her
research will explore eHealth technologies and self-management for patients
with fibromyalgia.
During her presidency of the Irish Pain Society Joanne led the IPS engagement
with Chronic Pain Ireland and the Faculty of Pain Management, College of
Anaesthesiologist Ireland to form a SIP Ireland Platform.
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GRAINNE O’LEARY
Chief Executive
Arthritis Ireland
A
B
Gráinne O’Leary is Chief Executive of Arthritis Ireland where she is leading the
strategy of the charity to be one of the leading patient centric health research
charities in Ireland.
Before becoming Chief Executive in January 2018, Gráinne developed and
implemented Arthritis Ireland’s suite of patient support services, including the
innovative Stanford University self-management programme, a national helpline
and a national physical activity programme in partnership with the Irish Society
for Chartered Physiotherapists.
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Working relentlessly to
achieve our vision of a
better world for people
living with arthritis today and a world without
arthritis tomorrow.

She has developed key relationships across the healthcare arena, including with
corporate partners and funders, healthcare professionals, the HSE and related
agencies, professional bodies, academia, government officials and other patient
groups.
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She serves as a Board member of the Disability Federation of Ireland and IPPOSI.
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THOMAS OTTE, MPH
Expert R&D in work (in)capacity
National Institute for Health and Disability Insurance
(NIHDI)

Brussels
Belgium
Thomas.Otte@riziv-inami.fgov.be

In chronic pain patients
functional capacity evaluation is of tremendous
importance to facilitate
reintegration. The ICF is
therefor an important
framework.
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Thomas Otte is an occupational therapist and has a master of public health
sciences. He is Certified Return To Work Coordinator (CRTWC).
He has experiences in the field of functional capacity evaluations such as for
people with multiple sclerosis regarding their autonomy at home and at work. He
also developed a wide experience about functional capacity evaluations regarding
fitness to drive for many types of disabilities and diseases.
Since 2017 Thomas Otte works for the Belgian National Institute for Health
and Disability Insurance (NIHDI), more specific for the department in research &
development. Mr. Otte conducts, coordinates and follows several studies in the
topic of work (in)capacity and reintegration. Several studies focus on the ICF
and/or reintegration of (chronic) pain patients. In the latter focus is on functional
capacity evaluation.

PROF. GISELE PICKERING,
MD, PHD, DPHARM
Professor of Medicine and Clinical Pharmacology
A

University Hospital and Faculty of Medicine ClermontFerrand, SIP France
Gisèle Pickering is the EFIC Chair of the Research Committee. She is Professor of
Medicine, Head of the Clinical Pharmacology Department, University Hospital of
Clermont-Ferrand, France, permanent member of the Inserm 1407 Fundamental
and Clinical Pharmacology of Pain Lab and coordinates the Inserm CIC 1405
Clinical Research Centre. Her main topics of research concern the mechanism of
action of analgesics, the impact of pain on cognitive-emotional processes and
pain management in older persons. She is the author of over 150 publications
and the editor of several books.
She has been involved in the establishment of the French SIP national platform
in collaboration with Grünenthal France, aiming to improve pain care policies
by gathering a broad coalition of multi-disciplinary organizations. SIP France
strategy was first to build a position paper on Pain, endorsed by eighteen
representatives from medical societies (pain, rehabilitation, geriatrics, emergency,
anaesthesiology, rheumatology), patient organizations (pain, fibromyalgia,
rheumatology) and healthcare professional organizations (general practitioners,
pharmacists, nurses, physiotherapists…) involved in Pain care. The paper focuses
on Pain care pathways and Pain care in vulnerable persons.
The second step was to put forward Pain as a health priority by spreading the
position paper through a national event at the French Ministry of Health.
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Clermont-Ferrand
63000
France
gisele.pickering@uca.fr
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All stakeholders involved in the healthcare
system can successfully work together,
as demonstrated by
SIP France actions.
This collaboration is a
significant milestone to
tackle the Societal Impact of Pain in Europe
and to advocate for a
better pain management to national policy
makers.
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Regional round tables in several cities (Lyon, Bordeaux and Marseille) have been
the third step to involve local physicians, patients and politicians, and allow to
share local positive experience and solutions to improve the care pathways of
patients with pain.
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The strategy of the French SIP national platform is an interesting option to
disseminate successfully at EU level.

T
U
V
W
X
Y
Z

153

SIP
Societal Impact of Pain

ASSIST. PROF. DR. MARTIN RAKUSA
Consultant neurologist, Member of the management
group Scientific Panel on Pain
European Academy of Neurology (EAN)

Maribor
Slovenia
ris101@gmail.com

European Academy of
Neurology is dedicate
to increase and share
neurological excellence
in Europe and worldwide with the best clinicians, educators, and
scientists, improving
health and making better life for the patients.

European Academy of Neurology is dedicated to increase and share neurological
excellence in Europe and worldwide with the best clinicians, educators, and
scientists, improving health and making better life for the patients. Our activities
are focused on spreading knowledge, producing guidelines, publishing journal
and a newsletter, and providing resources on our web page.
In recent years, European guidelines on the assessment and management of
neuropathic pain have been developed by task forces derived from the Scientific
Panel on Pain. The latest guidelines on trigeminal neuralgia were published
this year and new guidelines on assessment/diagnosis of neuropathic pain are
expected next year. Several guidelines were included in the European Handbook
of Neurological Management.
Understanding mechanisms and treating pain represents an important part at
our annual congresses. Number of presentation focusing on pain (posters, oral
presentation, teaching courses, focused workshops, and symposia) are increasing.
Eleven percent of all presentations at this year congress in Oslo were focused on
pain. Even higher number may be expected next year at 6th EAN Congress in Paris.
Specific aims are to give neurologists adequate training in the field of pain. This
may often be neglected in general neurological training. There are two ongoing
surveys. One asses obstacles in diagnosing trigeminal neuralgia and second
examines knowledge in the field of neuropathic pain among neurologists and
residents in European countries.
One of the aims is also to establish a European network of laboratories and clinics
for training in the specialty of neurological pain management, where neurologists
in training will get first hand teaching and education in specific diagnostic and
therapeutic procedures.
We believe that advancing the cause of neurology is best done through
collaboration. EAN supports neurologists with Research training or experience
fellowships up to 12 months at different specialised clinics around the Europe. We
have strong cooperation with other professional organisations (EFIC, NeuPSIG)
and we endorsed a new European Pain Forum. We collaborate with patients
organisations. One of the members of the SP Pain is representative from EFNA.
All those activities strengthen our mutual goal – abolishing pain and helping
patients in Europe and world wide.
As a member of the Scientific Panel on Pain to the EAN, Assist. Prof. Dr Martin
Rakusa is dedicated to promote knowledge on the pathophysiology and treatment
of neuropathic pain among physicians and patients. He is a consultant neurologist
at University Medical Centre Maribor.
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PROF. WINFRIED RIEF
Professor
University of Marburg
A
B
Although chronic pain conditions are one of the most prevalent reasons for
health care utilization and health related reductions of quality of life, a systematic
framework for investigating their relevance for societies, health care systems, and
public health programs but lacking. The new ICD-11 classification proposal for
chronic pain overcomes this limitation, and will facilitate to tackle this central
healthcare problem. In my presentation, I will specifically focus on chronic pain
conditions that are a disorder by itself (Chronic Primary Pain)
Since 2012, Prof Rief is co-chair of the ICD-11 working group on the classification
of chronic pain. He has a long track record on classification and research in the
field of medical conditions that are associated with biopsychosocial mechanisms.
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Gutenbergstrasse 18
Marburg
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Germany
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With a new classification system for Chronic
Pain in ICD-11, opportunities for adequate
patient care and for
improved investigations
of societal and clinical
relevance of pain are
established.
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VICTORIA ROMERO PAZOS
President
LIRE

Madrid
Spain
presidencia@lire.es

The invisibility of pain
to the eyes of society,
but also to the eyes of
legislators, makes it
unsufferable for people
living with it on a daily
basis without support
or comprehension.
We need to stop this
situation and give back
people with chronic
pain the opportunity to
restart their lives.
For that we need to
listed directly to their
voices to be able to
transfer their needs to
the policies.
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She works as freelance project manager and international representative and
patient advocate. She is Chair of the board and EULAR liaison person of the
Spanish Rheumatological League (LIRE) and Chair of the Agora Platform. She also
works for several public institutions and schools doing seminars and workshops
explaining and promoting universal accessibility and inclusion, trying to raise
awareness about disabilities and invisible illnesses. Before she has worked in
cultural management and international relations for many years and also was
a teacher of Art History and Spanish, Italian and English languages for several
public institutions around the world. She has a degree in Art History, Master of
Arts in Education, Master in Management of the Cultural Heritage and a Master
in the European Union. Presently she is studying a bilingual law degree in the
believe that it will help her in her new professional path.
She has worked, among other positions, as Cultural Attachée for the Consulate
General of Spain in Mumbai (India), as professor at the Truman State University
in Missouri (USA) and the University of Santiago de Compostela (Spain), and
as educator at the National Museum of Science and Technology (Spain). She
continues to give lectures, language classes and developing project that combine
cultural management with social angle.
She has had osteoarthritis in her feet due to practicing ballet for 15 years since
she was 3. She is also the main informal carer of her husband who has a severe
osteoarthritis in the dorsal area of the spine that provoked a spinal cord injury.

DEIDRE RYAN
Chair
Chronic Pain Ireland
A
B
Deirdre Ryan is current Chairperson of Chronic Pain Ireland (CPI) and Board
member of Pain Alliance Europe (PAE). CPI is a national charity providing
information, education and support services not only to people living with chronic
pain, but also to their families and friends. CPI has demonstrated professional
leadership in Ireland and throughout Europe by raising awareness of chronic pain,
educating in methods of dealing with the condition, and advocating for the needs
of people living in chronic pain. In common with the rest of the CPI Governing
Body, Ms Ryan has also lived with chronic pain, in her case for over 10 years,
and her unique background enables her to deliver transparent leadership and
developmental insight to her roles.
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Living well with chronic
pain takes hard work
but compassionate
micro changes eventually amount to great
progress.

After her first degree, a Bachelor of Fine Arts, Deirdre worked in the insurance
industry for 6 years before undertaking a second degree in counselling and
psychotherapy while working towards accreditation as a psychotherapist and
counsellor. This year will see her complete the process of establishing a private
practice.

E
F
G
H
I
J
K
L

Beginning with a three-part programme entitled ‘Coping with Chronic Pain’,
Deirdre adopted responsibility for designing and delivering the nationwide selfmanagement education programme for CPI in 2017. Deirdre also volunteers
within the mental health community, and engages with national media to
generate awareness of chronic pain and self-management strategies.
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PROF. DR. MED. RAINER SABATOWSKI
University Hospital Dresden

Pain management did gain more and more attention within the last century,
resulting in an increase of pain facilities and pain being implemented in the
curricula of medical faculties. However, until now only a few facilities are able to
offer the whole range of patient’s care as well as teaching (students, physicans)
and research, resulting in a non-adequate supply of pain facilities even for
standard patient’s care.
Rainer Sabatowski is a trained anesthesiologist (University of Cologne), who
started working in a pain ambulance in the 1990’s. In 2007 he moved to Dresden,
where he is currently the head of a comprehensive pain center at the university.

Germany
Rainer.sabatowski@uniklinikumdresden.de

The landscape of pain
management facilities
in Germany is still very
heterogeneous, with
the main problem of a
lack of adequate pain
facilities in rural areas.
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ALFRED SANT
European Parliament
MEP
Group of the Progressive Alliance of Socialists and
Democrats (S&D)
Malta
alfred.sant@europarl.europa.eu

Pain imposes a heavy
burden on individuals’
private lives and leads
to enormous costs for
healthcare systems as
well as for our societies
and economies. From
the patient’s aspect,
pain is not always a
temporary symptom
of a disease. In fact,
it could also become
chronic with the need
of specific treatment. Sadly, too few
chronic pain patients
receive treatment with
devastating effects on
their quality of life, and
eventually on that of
their families. Figures
show that in Malta, one
in five people are feeling
pain.
Based on the above,
and on the work being
done through the platform ‘Societal Impact
of Pain’, I fully endorse
and support the goals
of this conference.

SIP
Societal Impact of Pain

160

Alfred Sant studied physics and maths at the University of Malta, diplomacy at
the Institut International d’Administration Publique (now amalgamated with the
ENA) in Paris, and business administration at Boston and Harvard Universities.
He worked as a diplomat at Malta’s Mission to the then EEC in Brussels (1970 –
1975), as executive deputy chairman of the Malta Development Corporation
(now Malta Enterprise) during the late seventies/early eighties, as a management
consultant in between and later.
He was chairman of the Labour Party’s information department (1982 – 1984),
President of the Party (1984 – 1988), a Labour M.P. (1987 – 2013), Labour Leader
and Leader of the Opposition (1992 – 2008) and Prime Minister (1996 – 1998).
Over the years Sant wrote plays
for the theatre, radio and TV, as well as novels and short stories in the Maltese
language; was editor of three magazines and for thirteen years a correspondent of
the Economist Intelligence Unit; and he wrote extensively in English and Maltese
for the political and economic press.
Alfred Sant was elected Member of the European Parliament in May 2014 and
again reelected in May 2019.

PROF. DR. MICHAEL SCHAEFER,
MD, PHD
Professor in Pain Research and Therapy
Charité University Berlin

Professor in Anesthesiology and Pain Medicine at the Charité University Berlin,
Head of a Clinical Research Group on Pain, former President of the German Pain
Society, former Councilor of the European Pain Federation

Augustenburgerplatz 1
Berlin
13353
Germany
micha.schaefer@charite.de

The EU should implement both acute and
chronic pain as a priority area, install an action
plan and develop pain
as a quality indicator

S

161

SIP
Societal Impact of Pain

ORTWIN SCHULTE
Ministerialrat/Head of Unit
Permanent Representation of Germany to the EU,
Brussels
Ortwin Schulte studied Law in Munich and Bonn between 1984 and 1988. From
1989 to 1992, he spent time in the Legal Preparation Service at the Court of
Appeal, Cologne.

Brussels
Belgium

Mr Schulte then joined the Federal Ministry of Health, Bonn as a Desk Officer
specialising in Food Law. During this time, he worked as expert in the working
group “Fundamental issues in law relating to food processing and distribution”.
From 1999 to 2001, Mr Schulte was the Deputy Head of the department for EU
Coordination at the Federal Ministry of Health, Bonn. He was then the Head of
Unit for the Health Policy department at the Federal Chancellor’s Office, Berlin
from 2001 to 2005.
From 2005 to 2007, he served as the Head of Task Force for the 2007 German
EU Presidency at the Federal Ministry of Health, Berlin.
He then led the Bilateral Health Relations department of the Federal Ministry of
Health, Berlin from 2007 to 2016.
Since 2011, he has been an Associate Professor at the Medical and Pharmaceutical
University Chisinau.
In 2017, he also became the Head of Unit for the Health Policy department of the
Permanent Representation of Germany to the EU, based in Brussels.
Born on 9th January 1963 in Munich, he is married, two children.
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MELISSA SELB, MSC
ICF Research Branch Coordinator and Project
Scientist
Swiss Paraplegic Research and ICF Research Branch,
a cooperation partner within the WHO Collaborating
Centre for the Family of International Classifications in
Germany (at DIMDI)
Melissa Selb is the Coordinator of the ICF Research Branch, a cooperation
partner within the WHO Collaborating Centre for the Family of International
Classifications (WHO-FIC) in Germany (at DIMDI) and a Project Scientist at Swiss
Paraplegic Research in Switzerland. Melissa serves as the main contact person for
WHO-FIC Network partners, consults on ICF-related projects worldwide, including
development of ICF-based tools, coordinates/conducts ICF trainings, and supports
governmental organizations and professional societies on ICF implementation.
Melissa has (co-)authored over 25 scientific publications in peer-review journals
and several book chapters. She received her Bachelor’s and Master’s degrees
in Rehabilitation Counseling from Boston University (USA). Melissa worked in
several rehabilitation facilities and agencies in the United States before moving
to Europe in 1992. Before joining the ICF Research Branch at the Swiss Paraplegic
Research in Switzerland in 2009, Melissa ran a counseling centre and half-way
house for homeless people in Germany, and worked in the pharmaceutical
industry organizing scientific conferences and coordinating communication and
promotional activities, including 3 years as an administrator of a medical research
foundation and a grant programme.
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What is good is not just
living, but living well...
These words from the
philosopher Seneca
the Younger ring true
for all of us. Given that
experiencing pain does
not fit in this concept
of living well, we as a
society should strive
to prevent, reduce or
even eradicate pain.
This includes individualised, holistic and
functioning-based pain
management.
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MARTIN SEYCHELL
European Commission DG Health and Food Safety
(SANTE)

Belgium
martin.seychell@ec.europa.eu

Relevance of social impact of pain cuts across
many fields; we need to
raise the awareness of
the different actors and
policy makers. By continued collaboration, by
using all possible funding opportunities the
new MFF offer and by
focusing on prevention
as well as treatment,
we can better protect
the health of Europe’s
citizens.
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Mr Seychell is a graduate in chemistry and pharmaceutical technology. He
occupied the post of Head of Directorate at the Malta Standards Authority
between 2001 and 2006. He has been responsible for the implementation of a
number of EU directives in the areas of risk assessment, food safety, chemicals
and cosmetic products legislation, and has actively participated in negotiations
on major technical proposals such as the new chemicals legislation, REACH and
in screening processes in the areas of free movement of goods, environment and
agriculture during the process leading to Malta’s accession to the EU.
He was appointed Deputy Director General for Health and Consumers at the
European Commission in March 2011. Since 2014, he has been Deputy DirectorGeneral for Health in the Health and Food Safety Directorate-General (SANTE),
responsible for directorates dealing with public health and health systems and
products.

PROF. AUDUN STUBHAUG,
MD, DMEDSCI
Physician, Professor, Head of department
A

Oslo University Hospital

B
Individual level national registers are unexploited sources for gaining new
information about the societal impact of pain. By linking individual data from
registers like the prescription register, the patient register, the sick leave/pension
database and the primary care register with high quality epidemiological studies/
registers unique opportunities arise. Longitudinal data may detect causal
relationships that can guide preventive strategies/interventions. Furthermore,
resource allocation, and disease trajectories can be studied. Both politicians and
health care providers need these high quality register data to improve health care
and reduce the societal impact of pain. The new ICD-11 classification of chronic
pain will be a powerful tool in this work.
Audun Stubhaug is Professor of anesthesiology at University of Oslo and head of
Department of Pain Management and Research, at Oslo University Hospital, one
of the largest multidisciplinary pain centres in Scandinavia. Stubhaug has been
active in pain research and pain treatment for 30 years and has more than 200
publications. His research covers human experimental pain and pain mechanisms,
studies of pharmacological treatment, and studies of the transition from acute to
chronic pain. He has the last 12 years been in the lead of a large epidemiological
study of pain (Tromsø Pain Study, N=20 000) with detailed information on
both pain patients and healthy individuals including physical experiments and
laboratory data. By linking individual data with national registers, his group
has started the search for finding new causal relationships and he aims to find
both clinical and genetic identifiable risk factors, and potentially contribute to
development of new treatments an preventive strategies. preventive treatment.
His department has been using the new ICD-11 pain classification routinely since
the first field testing started. Stubhaug is a frequent lecturer at international
congresses, and he is in the editorial board of several journals. He is elected
president of the Norwegian Pain Society.

C

Kirkeveien 166
Oslo
0450
Norway
astubhau@ous-hf.no

D
E
F

High quality registers
are needed to learn
more about societal
impact of pain and for
evaluation of resource
allocation and treatment results. The new
pain classification in
ICD-11 combined with
register linking will provide important information for politicians and
health care providers.
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PROF. DR. ROLF-DETLEF TREEDE
Full professor, Chair of Neurophysiology, Managing
Director of the Center for Biomedicine and Medical
Technology Mannheim
Medical Faculty Mannheim, Heidelberg University
Germany
rolf-detlef.treede@medma.uniheidelberg.de

The introduction of
ICD-11 is expected to
improve pain management because 1) it
contains a systematic classification of
chronic pain, and b) it is
designed to be directly
linked to health care
data systems. This way
individual citizens will
be able to track their
(self-) management
options, and policy
makers will have better
estimates of the needs
of society.

The International Classification of Diseases (ICD) is used for morbidity and mortality
statistics. Chronic pain has not been represented systematically, However, the
introduction of a code for chronic pain with somatic and psychological factors
(F45.41) in Germany 2009 made it the major indication for multimodal pain
treatment and influenced health care funding since 2013. IASP and WHO have
now included chronic pain diagnoses in ICD-11 that hopefully will have a similar
effect worldwide.
Rolf-Detlef Treede is Professor of Neurophysiology at and managing director of
the Center for Biomedicine and Medical Technology Mannheim (CBTM) of the
Ruprecht-Karls-University Heidelberg in Mannheim, Germany. After obtaining his
“Dr. med.” degree from Hamburg University in 1981, he joined the Department
of Physiology at the University Hospital Eppendorf in Hamburg, Germany, until
1988 and again from 1990-1992. From 1988-1990 he was Visiting Scientist
with the Department of Neurosurgery at the Johns Hopkins Medical Institutions,
Baltimore, USA, and from 1992-2007 Professor of Neurophysiology at the
Institute of Physiology and Pathophysiology of the Johannes Gutenberg University
in Mainz, Germany.
His wide-ranging interests in the field of pain include the mechanisms and
treatment of neuropathic pain, the cortical representation of pain, peripheral
nociceptive transduction mechanisms, pain memory, pain assessment by
quantitative sensory testing and clinical neurophysiology.
He is Vice-president of the German Association of Scientific Medical Societies, Past
President of the German Physiological Society, Past-President of the International
Association for the Study of Pain, Past Chair of its Special Interest Group on
Neuropathic Pain, and Past President of its German chapter.
He sits on numerous national and international committees, and has co-authored
about 400 publications in journals and books.
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PROF. THOMAS TÖLLE
Board member, Professor
European Pain Federation EFIC, Technische Universität
München

A
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Thomas Tölle is a Professor of Neurology at the Technische Universität München,
Germany.
He is a neurologist and psychologist by training. He was formerly also appointed
as Professor of Medical Psychology and Neurobiology at the Ludwig-MaximiliansUniversity in Munich. He set up an interdisciplinary research group for clinical
and experimental research into pain, focusing primarily on the neurobiological
mechanisms of neuronal plasticity, pharmacological treatment and central
imaging with fMRI and PET. His research and clinical interests also include the
prevention and treatment of chronic neuropathic pain and he is spokesman and
runs the head office of the German Research Network for Neuropathic Pain
(DFNS).
He served as the president of the German IASP chapter and was chair of the
scientific program committee for the EFIC European Pain Congress in 2017 in
Copenhagen. Currently he is member of the Executive Board of EFIC and chair
of the committee for advocacy in the EXB.
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In order to meet the
challenges caused by
the societal impact of
pain we will need to
implement individualized health care delivery
systems. This can be
very simple support for
some patients, while for
other patients it might
need an intensive multimodal approach.

He was also as plenary speaker on world congress of pain of IASP, worked in
various task forces of IASP and was currently appointed as member of the Digital
Strategy Working Group.
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JOOP VAN GRIENSVEN
President Pain Alliance Europe
Pain Alliance Europe

Belgium
president@pae-eu.eu

We would have a society
in which we accept
everyone just as he is,
without any prejudice.

As president of Pain Alliance Europe I’m excited to be a small part of this 2019
SIP Symposium.
Excited as the program tackles a lot of topics which eventually will improve the
quality of life of people with chronic pain in Europe. Something all of us at PAE
have been striving for since we began.
Personally it is an honor to have the opportunity to express the feelings of the
chronic pain patients at this event, being the voice of people with chronic pain
in Europe. I know I’m just one of them, one of the over 100 million chronic pain
patients.
For me, the best possible care for people with chronic pain is to start by
believing them. If that isn’t happening, all that we are trying to do to improve
the environment for the chronic pain patient will not have any effect. Believe the
patient, believe his story, believe his possibilities, believe and honor his wishes
in reaching goals.
If we could agree on that, the personal story of each individual chronic pain
patient will lead any follow up. If we could get rid of our stigmatic image of the
chronic pain patient. If we could consider to see the chronic pain patient as a
normal, thinking human being. We need to be able to do that, all of us: society
at large, healthcare professionals, researchers, policymakers, politicians, industry,
social security insurance companies, all the stakeholders present at SIP.
Yes, then we could attain a society in which we still have chronic pain but it will
be manageable and the patients will still have an independent life according to
their wishes and options. We would have a society which doesn’t forget about
people who have a problem.
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OMER VANHAUTE, RN, MSC
President, Staff member to Board of Directors
ICF Platform, University Hospital Ghent
A
B
Omer Vanhaute is staff member for the strategic policy group and the board of
directors of the Ghent University Hospital, and president of the ICF-Platform.
He was formed in social work in the period that the “systems theory” of Engel
and Miller became famous, and advocated a holistic patient view as an alternative
for the traditional restrictive biomedical model. He was therefore raised by the
spoon in the use of the biopsychosocial model.
During a diversified career in the Ghent University Hospital, he became
coordinator of disease management programs for patients with chronic diseases
in this hospital.
Meanwhile, during his master in Health Management and Policy, he focusses on
Quality of Life measurements in patients with chronic diseases and started his
PhD on the theme of the use of instruments in the cost-effectiveness evaluation of
multidisciplinary disease mangament programs for patients with chronic diseases.
End 2016 he was invited to join the “ICF Platform”, a non-profit organization
which aspires the introduction and the implementation of the International
Classification of Functionality, disability and health in a broad field of health
care and welfare organizations in Flanders, Belgium. The ICF, as a classification
model, is a helpful instrument to use the biopsychosocial model in daily practice.
With its different components as goal oriented care, possibilities of societal
participation, and including patients’ environment, it is almost by definition the
far most preferable model used in the field of chronic pain and the care for these
patients.
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C. Heymanslaan 10
Ghent
9000
Belgium
omer.vanhaute@uzgent.be
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As the care for chronic
pain, including its
societal impact on
the individual, his/her
immediate environment and the complete
society, consumes
the sum of the health
care budget of worlds’
three leading chronic
diseases, it is ethically
unacceptable to ignore
the magnitude of the
problem in the discussion of equity in health
care accessibility.
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Besides promoting and facilitating the use of ICF on the field, the organization
focusses on research of its use in diverse working fields and advocates the model
to the regional and national policy makers. The “ICF platform” collaborates with
the World Health Organisation through the Dutch collaboration platform.
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He became president of the ICF-Platform in 2017.
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PROF. GIUSTINO VARRASSI
President
Paolo Procacci Foundation

Via Tacito 7
Roma
Italy
giuvarr@gmail.com

„It is time to discuss
pain care policy on European level – it is time
to recognise access to
pain care as fundamental right for citizens!“

As Member of the EFIC Executive Board, my campaign on “Pain Management
as a Human Right” has started in October 1999, during a meeting organized by
EFIC inside of the European Parliament hosted by a MEP, Madam Grossetête. In
October 2002, again on behalf of EFIC, we have organized a meeting in Geneva,
under the auspices of the WHO, to launch the idea of “Pain Management as a
Human Right”.
Since then, I have participated in most of the European campaigns addressed
to defend the rights of the suffering patients, and presenting the scientific
reasons for that. In October 2009 I have participated to put on the idea of the
huge awareness campaign of “Societal Impact of Pain (SIP). The first meeting,
supported by Grünenthal, was held in Brussels in May 2010, endorsed by EFIC
and chaired by me.
At Italian level, I was Member of the National Committee on Pain Medicine,
promoted by the Italian Minister of Health for over 10 years. That Committee has
created the basis and obtained the unanimous approval of the famous National
Law 38/2010, recognizing the management of pain as a right of any single
patient, in Italy.
During my Academic career, I was Chairman of the Department of Anesthesia
and Pain Management of the University of L’Aquila from November 1st, 1985,
to June 1st, 2011, when I retired in large advance, in order to accept a further
important managerial commitment, as CEO of a public company involved in the
National Health Care System.
At the moment, I am president of the Paolo Procacci Foundation, a foundation
based in Roma (Italy), involved in the scientific aspects and promotion of Pain
Medicine, and education of health care providers caring for pain patients.
Currently, I also am the President of the World Institute of Pain, a global
organization devoted to scientifically support the Pain Patients management,
and the education on Pain Medicine.
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DR. ELISABETTA VAUDANO, DVM PHD
Principal Scientific Manager
Innovative Medicines Initiative
A
Pain and particularly chronic pain is a major health care challenge. Approximately
20% of the world’s population has an on-going pain problem, many of whom
are poorly served with currently available treatment modalities. New strategies
and treatments are needed which can fit in the context of appropriate care
management. This has to take in consideration both patient-centered care and
rising health care costs. Better translational tools and validated patient reported
outcomes measures are urgently needed if the promise of innovative treatments
to pain patients has to be delivered.
The Innovative Medicines Initiative (IMI) is working to improve health by speeding
up the development of, and patient access to, innovative medicines, particularly in
areas where there is an unmet medical or social need. It does this by facilitating
collaboration between the key players involved in healthcare research, including
universities, the pharmaceutical and other industries, small and mediumsized enterprises (SMEs), patient organisations, and medicines regulators. IMI
is a partnership between the European Union (represented by the European
Commission) and the European pharmaceutical industry (represented by EFPIA,
the European Federation of Pharmaceutical Industries and Associations).
Pain and in particular chronic pain has been an area of focus for IMI from its
very beginning with the implementation of the EUROPAIN project. In IMI2
recognition of the continuing high need for improving understanding, treatment
and management of pain and that the magnitude and complexity of these goals
require complementary expertise and multi-disciplinary approaches which are
best assured by public-private partnerships between industry, small/mediumsized enterprises, academia, healthcare professionals (HCPs), patients and
regulators has led to the launch of the multi-pronged IMI-PAINCARE project.
IMI PAINCARE has the ambitious objective to contribute to improving the care of
patients suffering from acute or chronic pain. It aims to do so via the integration
of three work-streams, one on patient reported outcome measures to improve
management of acute and chronic pain (PROMPT); one on pharmacological
validation of functional pain biomarkers in healthy subjects and animals (BioPain);
one on improving translation in chronic pelvic pain (TRiPP). The presentation will
show some first results of this project, including the demonstration of the value
of the inclusion of patients as partners in research.

B
Avenue de la Toison d’Or 56-60,
Brussels
Belgium
elisabetta.vaudano@imi.europa.eu
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The assessment of pain
management needs and
availability of evidencebased interventions
on an individual and
population basis are
major unmet needs at
European and global
level. The tragic crisis
of opioid use disorder
in the United States
and other developed
countries has been further adding as a major
critical issue. The only
way to tackle effectively
this challenge is to join
forces in an open collaborative way involving
all stakeholders, both
from the public and
private sectors, and
keeping the patients in
the centre.
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Italian born Elisabetta Vaudano is responsible of the Neuroscience strategic area
at the Innovative Medicines Initiative (IMI), the largest European Public Private
partnership in Health Sciences with a total budget of more than 5 billion EUR.
Elisabetta is a doctor in veterinary medicine, holds a PhD in neuroscience and
an MSc in Laboratory Animal Science. Elisabetta started her carrier as scientist
in Academia working in the field of neuronal degeneration, regeneration and
plasticity in Italy, UK, Sweden and Denmark. Elisabetta moved to industry in
2000, when she joined Lundbeck as group leader of their Parkinson’s disease
in vivo Neuroprotection Group. In 2004 she became Head of Pharmacology and
CNS Biology at ENKAM Pharmaceuticals (SME). Elisabetta joined IMI in 2010.
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MICHAEL VON FISENNE
Live-Communication Manager
Grünenthal GmbH

Aachen
Germany
Michael.von.Fisenne
@grunenthal.com

It is important to maintain the dialogue of pain
and its impact on society with all stakeholders in order to make
a sustainable change
throughout Europe.

Treatment of pain especially chronic pain remains challenging. There are many
hurdles to overcome and awareness is still low. Many patients suffering from pain
feel alone and helpless. Poorly controlled pain is not only an individual burden but
also a global public health issue. Societal costs due to pain are huge.
During the last few years I have moderated a lot of meetings dealing with the
impact of pain and I realized that continuous communication, exchange of
experiences and sharing of best practices are necessary to find solutions and
trigger changes in policies in order to conquer this burden.
The Societal Impact of Pain (SIP) is a unique platform, bringing multiple
stakeholders like patients, healthcare providers, politicians, payers and others
together. It is my conviction that we have a good chance to make progress when
we unite forces for the sake of both patients and society.
Michael von Fisenne holds a Master of Science in Biology from the University
RWTH Aachen, Germany. He has been working at Grünenthal in the department of
Corporate Communications since 2011 and is responsible for live-communication.
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MARIANO VOTTA
Director
Active Citizenship Network
A
B
Mr Votta graduated in Political Science at University of Rome, Italy. He attended
a postgraduate course in European Public Relations and another in Corporate
Social Responsibility. He is a journalist and he has more than 18-years’ experience
working in the field of protection of citizens’ rights, stakeholder engagement,
communication and civic information.
In 2011 – 2012, he worked as consultant for the United Nations Development
Programme in Colombia to assert a new governance in the management of Public
Services and Health.
Since June 2013, he has been working as Director of Active Citizenship Network,
the European branch of the Italian civic organization Cittadinanzattiva, where he
is responsible for European Affairs.
In 2015 he took the initiative to encourage and promote the MEPs Interest Group
focused on patients’ rights called “European Patients’ Rights and Cross-border
Healthcare” inside the EU Parliament.
In 2016 he won the Efhre International University Excellence Awards for its
commitment on patients’ right to avoid pain.

C

Via Cereate, 6
Rome
00183
Italy
m.votta@activecitizenship.net
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The wish that I address
to the SIP, on the eve of
its tenth birthday, is to
continue with renewed
enthusiasm in its commitment that led the
founders to establish it
in 2009. A commitment
that can be translated
as working towards the
respect of the patients’
right to avoid unnecessary suffering and pain.

He is Board Member of Pain Alliance Europe, Health First Europe, European
Consumer Union, Movimento Europeo.
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European Civic Prize
on Chronic Pain –
Collecting Good Practices
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European Civic Prize on Chronic Pain –
Collecting Good Practices
In 2015, after several years of work on this topic Active Citizenship Network (ACN) started
the project “European Civic Prize on Chronic Pain - Collecting Good Practices” with the
aim to give evidence on existing good practices in several European countries in terms
of struggle against pain.
The establishment of a “European Civic Prize on Chronic Pain”, based on the selection
of the practices presented by different healthcare stakeholders (patients’ associations,
health professionals, private and public hospitals, universities, etc.) provides an occasion
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.
The first edition of the project, collected 30 Good practices experiences on chronic pain
(cancer & no cancer- related) from 11 different countries: (Malta 2; UK 6;Spain 8; Portugal 2;
Ireland 1; Italy 6; Germany 1; Denmark 1; Finland 1; Netherlands 1; Russia 1). All the
received Good Practices has been collected and published within a printed and on line
report. The principal actors of the good practices were, first of all, national and European
patient associations, then universities and (public and private) hospitals.
On February 28, 2017 a Jury Panel composed by international experts in chronic pain (from
universities, healthcare professionals and providers’ organizations, civic and patients’
associations etc..) has selected the 4 winners of the prize, one for each requested category
(Clinical practices, Patients’ empowerment, Innovation, Professional education ).
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Societal Impact of Pain (SIP) 2019
Brussels, Belgium
06 - 07 November, 2019

The Award Ceremony has been celebrated during the Societal Impact of Pain (SIP)
Symposium 2017, which was held in Malta on June 8-9, 2017, during the Maltese
Presidency of European Union. It represented the recognition of ongoing excellence at
the presence of the President of Malta H.E. Marie-Luise Coleiro Preca.
The winners received an expenses-paid visit to another winner, and a publication – in
English – about their own good practice on the Health Management Journal.
Second edition
In 2018, Active Citizenship Network launched the second edition of the project “EU Civic
Prize on Chronic Pain - Collection of good practices” with the aim to continue to give
evidence on existing good practices in several European countries in terms of struggle
against pain.
In particular, this second edition provided continuity to the successful collection started in
2015 and expanded the “agora” of operators of good practices on pain, encouraging the
exchange of experiences among health professionals, healthcare providers, Institutions,
civic associations and patient advocacy groups.
The good practices collection involved the networks and contacts of ACN in Europe.
This collection allowed us to receive 40 Good Practices. These have been collected in a
yearlong time period, going April 2018 to April 2019. Therefore, some of them may have
been ongoing in the period when they were submitted, but they may be concluded now.
The good practices come from 12 different countries: Spain (13), Italy (10), Portugal (5)
Belgium (3), France (2), Malta (1), Sweden (1), Germany (1), The Netherlands (1), Ireland
(1), UK (1), Dominican Republic (1).
Similarly to the first edition of the prize, 4 prizes were allocated by the jury a jury composed
of international experts in chronic pain to the 4 best submissions. The winners will be
offered the opportunity to share their projects in a public meeting pain related and a
publication in English in a suitable journal.
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The award ceremony will be celebrated in Brussels on 6th November 2019 during a
welcome reception which takes place in the Concert Noble. The event has been realized
in the framework of the SIP Symposium 2019.
The winner for the category PATIENTS’ EMPOWERMENT:
“MyDystonia – a Digital Diary for Dystonia Patients by Dystonia Patients” by the civic
organization, Dystonia Europe, Belgium.
The winner for the category INNOVATION:
“DTX FOR PAIN”, Lucine Group, France.
The winner for the category PROFESSIONAL EDUCATION:
“Supporting Local Pain Care Network development and Patient Empowerment Through
M-Health: The Case of the RED App, a Compass for Patients and Healthcare Professionals”,
Niguarda Hospital, Italy.
The winner for the category CLINICAL PRACTICES:
“Rise-up”, Center of Interdisciplinary Pain Medicine, Dep. of Neurology, MRI Munich,
Technical University of Munich, Germany.
http://www.activecitizenship.net/patients-rights/projects/204-european-civic-prize-onchronic-pain-collecting-good-practices.html
For more information, please contact Daniela Quaggia d.quaggia@activecitizenship.net

Active Citizenship Network is responsible for the scientific design and contents of this
Project, that shall be realized with the financial and non-financial support of Grünenthal
and Pfizer
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Winner in the Category:
Clinical practices

Rise-uP
Objectives
Winner in the Category:
Patients are the issue; it is all about them! The RiseClinical practices
uP project aims to Improve the treatment of acute and
subacute unspecific low back pain. It aims to establish
JANOSCH A. PRIEBE
a guidelines-oriented treatment algorithm, including
Center of Interdisciplinary Pain Meditelemedicine and mHealth, coordinated by the general
cine, Dep. of Neurology, MRI Munich,
physician. The pillars of the concept are two. Firstly, the
Technical University of Munich
main intervention is the Kaia App, an app providing the
Senior Research Fellow
pillars of the multimodal pain therapy - physical exercise,
psychological elements (mindfulness) and educational
Germany
content about low back pain - on the patient’s mobile
janosch.priebe@tum.de
device. A daily training program is tailored to the
particular patient via an algorithm and the patient
is recommended to use the app “as often as possible”. Secondly, the risk of developing
chronic pain is determined in the beginning of the treatment via a questionnaire (StartBack).
Furthermore, questionnaires regarding pain intensity, functional ability, psychopathological
symptoms and life quality are completed by the patient on a tablet on the first appointment
with the GP. Patients with a high risk of developing chronic pain are monitored. Additionally, a
pain specialist gets involved via telemedicine from the beginning of the treatment to maximally
prevent the development of chronic pain.
Outcome
The primary outcome is the pain intensity after 12 months. Secondary outcomes are
functional ability, psychopathological symptoms and life quality as well as treatment costs.
Data of patients in the Rise-uP intervention are compared to a control group receiving
regular treatment. First results indicate both a superiority of the Rise-uP concept after 3
months in all parameters and a substantial relationship between frequency of use of the
Kaia App and symptom reduction.
Information about Good Practice Applicant
Dr. Janosch A. Priebe is a psychologist and neuroscientist. As a senior research fellow
at the Department of Neurology at the Technical University of Munich, he is in charge
of the operative management of the research activities in the Rise-uP project, run and
supervised by the project leader Prof. Dr. Dr. Thomas R. Toelle. Dr. Priebe has written his
doctoral thesis about Nociception, pain processing and pain communication in patients
with Parkinsons’s Disease. He has published various articles about pain treatment, Pain in
neurological diseases and psychophysiology. Furthermore he is also involved in distanceteaching, even having being nominated for the prize “Tutor of the year 2020”.
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Winner in the Category:
Innovation

Lucine
Objectives
The Lucine project has the ambition to transform and
improve patient’s health. The product, a digital therapeutics,
is able to relieve patient’s pain through active substances
MARINE COTTY-ESLOUS
allowing analgesic neurostimulation. The solution is adapted
Lucine Group
to each patient thanks to the measurement and analysis
Director
of pain through facial, vocal, and postural recognition.
Lucine is the first digital solution that can measure and
France
analyze patient’s pain level using facial, postural, vocal
mcotty@lucine.io
and environmental recognition. The smartphone’s camera
analyzes the mobility of the face, the body, the emotional
expressions, the semiotics of the language and the modulation of the patient’s voice. After
analyzing the data, Lucine delivers an objective measurement of the patient’s pain level on
a scale from 1 to 100 and analyses pain biomarkers. Lucine is the first digital therapeutics to
provide health solutions that act as an analgesic without the absorption of a conventional
molecule. Thus, to relieve pain, Lucine offers a library of “digital health therapeutics”. By
relying on the cognitive and chemical abilities of the patient’s brain, Lucine can lead to a
chain of chemical antalgic responses thanks to auditory, visual and sensory stimulations.
Winner in the Category:
Innovation

Outcome
The Lucine project will lead to more precision with no invasive actions. In real conditions
and throughout the patient’s life, Lucine measures and analyzes the pain of a patient in all
conditions (communicating and non-communicating patients, social precariousness, extreme
conditions, etc.). Pain of the patient will be relieved without causing side effects or addiction
and, over time, to reduce the number of painful crises of the patient. Lucine’s treatment
can be adapted on many devices: virtual reality, augmented reality, games, sounds, videos,
smartphones.
Information about Good Practice Applicant
From a very young age, polypathology has characterized the daily life of Marine CottyEslous, and her only way of escaping it was to study it and to understand it, she says. Her
multidisciplinary university studies became the meeting point between her personal and
professional life. The will to act to improve daily life is an essential value for her. In 2016,
after three years of technological, economic and social feasibility studies, she decided to
launch the Lucine Project with the objectives of relieving millions of patients with chronic
pain and improving the working conditions of health professionals. As a result, she and her
team have created the first solution to measure, analyze and relieve pain.
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Winner in the Category:
Empowerment

MyDystonia
Objectives
Winner in the Category:
MyDystonia is an electronic diary available as a
Empowerment
web-based service and as a mobile APP for dystonia
patients to record and analyze the impact of the
MONIKA BENSON
disease on everyday life. By answering predefined
Dystonia Europe
questions (e.g. core symptoms like overactive muscles
Executive Director
or pain; impact on daily living; etc.), the user is able to
examine and to visualize their well-being according
Belgium
to the treatment schedule. The MyDystonia diary is
sec@dystonia-europe.org
designed to support and potentially improve patientmonika.benson@dystonia-europe.org
physician communication as the collected data can be
presented and discussed with the treating physician or
other patients in order to track the treatment’s outcome and to define potential treatment
goals in order to attempt an optimized treatment approach. In the long-term, the objective
is that all dystonia patients use the MyDystonia APP. The collected anonymized data can
provide important information and knowledge on the daily life of dystonia patients and
could lead to further research projects, improved treatments and hopefully a better quality
of life for people living with dystonia.
Outcome
At the moment, there are over 2000 registered users of the APP from more than 50
countries. It is used all over Europe with up to 100 active users per month. The App
MyDystonia is used to improve patient/physician communication, optimize treatment
outcome and ensure a better quality of life. Feedbacks from both patients and physicians
have been very positive, highlighting the improved communication and easier trend
analysis.
Information about Good Practice Applicant
Monika was elected president of EDF, now Dystonia Europe, in 2007. She was re-elected
for a second term in 2010. Monika stepped down as President in 2013 since she had
served the maximum period of 6 years. She took over as Executive Director after Alistair
Newton’s retirement. Monika suffers from cervical dystonia. Between 2006 and 2016 she
was a board member of the Swedish Dystonia Association. Monika has been working as
a coordinator of work-shops, courses and lectures at a school in Lund, Sweden.
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The Case of the RED App, a Compass for
Patients and Healthcare Professionals
Objectives
The Pain Care Network of Milan was born in January
2017 . It includes the most important pain care
centers of the city with ASST Niguarda as its hub. The
PAOLO NOTARO
network aims first at enabling the prompt access of
Pain Care Unit Director
patients referred by their general practitioners to the
ASST Grande Ospedale
pain care specialists and second it aims at improving
Metropolitano Niguarda
the quality of pain care throughout the healthcare
Itay
system by defining and sharing care protocols on the
red@ospedaleniguarda.it
most common pain syndromes. In order to increase
the level of integration among the centers within the
network and with the general practitioners as well as
to provide a smart communication tool with primary care doctors and patients, the network
needed an ICT support. Niguarda Hospital, together with the other pain care centers of
RED (pain therapy network of Milan) and a team of students of Politecnico di Milano,
designed a mobile application with 4 main objectives: a) being a compass for citizens
and general practitioners by providing information about pain care and the RED network
(centers, services, settings, contacts); b) facilitating communication between patients/
primary care physician and pain care centers; c) sharing information and documents for
physicians and patients on clinical pathway protocols and treatments; d) supporting the
patient flow management within the network.
Winner in the Category:
Professional education

Outcome
The app helps pay specific attention to the needs of patients affected by chronic and
acute pain. The RED app contains information about pain syndromes, pharmaceutical
and surgical treatments and also about the services delivered by each one of the pain
care centers in Milan and the contact details for each pain care unit. Patients can find
information about their disease, the pain care center’s specialization and services and,
above all, they can give this knowledge to their general practitioner. At the same time, this
app enables general practitioners to perform the most appropriate referral of their patients
with chronic and acute pain. For patients with more complex needs, general practitioners
can contact pain care units in order to present the clinical case and ask for the opinion
of pain care specialists, increasing the speed of the referral.
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Winner in the Category:
Professional education

Information about Good Practice Applicant
Paolo Notaro is the director of the pain care unit of the Niguarda Hospital in Milan. Starting
in January 2017, he has also worked as coordinator of the local pain management network
of Milan and as leader of the RED App project. He has developed the current model of
care and treatment of acute and chronic pain and he is currently responsible for the
model and the application of technology for the control of difficult and multidisciplinary
pain management. He collaborated in the creation and network development of Palliative
Care with non-profit agencies, ATS and numerous hospitals of Milan. Notaro has received
the 1st prize for best scientific publication SIAARTI Turin in 1997 and the 2nd prize for
best scientific publication SIAARTI Udine in 1998. Furthermore, he has won the Gold on
Ministry of Health 2017 prize. He is also an auditor, scientific manager, speaker, moderator
in over 340 major training courses and conferences. and is the author of 98 major scientific
publications in conference proceedings, journals and books, as well as of 9 editorial texts.
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2nd Edition of European Civic Prize
on Chronic Pain. All Projects
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Nr. Good Practice

Organization

Name

1

Literature as tool for inclusion

Red Nacional FM-SFC-SQM

Xan Eguía

2

Emotion management through
creativity and group work

Red Nacional FM-SFC-SQM

Mariso Morales
Cañas

3

Spegni il dolore

Medtronic Italy

Maurizio Binetti

4

Movement against pain

APED-Portuguese Association
for the Study of Pain

Cláudia Armada

5

Red balloon project

Pain Alliance Europe

Joop Van Griensven

6

Rise-up

Rise-uP, Center of Interdisciplinary
Pain Medicine, Dep.of Neurology,
MRI Munich, Technical University
of Munich

Janosch A. Priebe

7

Biciclette contro il dolore

Associazione Amici della Fondazione
di Ricerca sul Dolore ISA

Gianvincenzo
D’Andrea

8

Impact of pain on Maltese citizens

Malta Health Network

Gertrude Buttigieg

9

Dtx for pain

Lucine

Marine Cotty-Eslous

10

Special educational needs for
fm,cfs/me, mcs, ehs students

CONFESQ

Félix Mora
Maria José

11

Unrest Spain tour

CONFESQ

Maria José Félix
Mora

12

Mydystonia

Dystonia Europe

Monika Benson

13

Acaci

ACACI-Asociación Ciudadana de
Afectad@s de Cistitis Intersticial/
Síndrome del dolor vesicalde España

Asunción Caravaca
Marín

14

Association and networking to
empower patients with a rare
disease

Associação Atlântica de Apoio
aos Doentes de Machado-Joseph,
AAADMJ (Association of Support
to Machado-Joseph Patients)

Tânia Duarte de
Almeida Moreira da
Fonseca

15

Artists against pain

Associazione Culturale Bioforme

Silvia Vites

16

Cátedra de dolor infanti

URV Chair in Paediatric Pain–
Grünenthal Foundation

Jordi Miró

17

In every disability, there is an
ability

European Network of Fibromyalgia
Associations (ENFA)

Simon Stones

18

Recomendaciones de ejercicio
físico en enfermos con fm, sfc y
sqm

Red Española FM, SFQ,SQM

Marisol Morales
Cañas

19

Guide for Journalists

Grünenthal Foundation

Beatriz Peñalba

20

Psychotropic drugs and driving

Centro di Riferimento OncologicoIRCCS CRO di Aviano(PN

Luca Miceli
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21

The brain, mind, and pain patientcentered innovation grant

Pain Alliance Europe

Anca Pop

22

Escuela internacional para
familiares y pacientes con dolor

Asociación Española de Pacientes
Contra el Dolor

Gemma Fernandez
Bosch

23

Escola para pessoas com dor

Faculty of Medicine-University of Porto José Manuel
Castro-Lopes

24

Optimizing efficiency oxygen
therapy in the treatment of
cluster headache

AFCAVF

Kalina Tyminski

25

Fibromyalgi portalen

Fibromyalgiförbundet Sweden

Eva Deurloo

26

Fare informazione per
creareconsapevolezza

A.P.E. Onlus Associazione Progetto
Endometrios

Sara Beltrami

27

Surgery & ultrasound in
deependometriosis

A.P.E. Onlus Associazione Progetto
Endometrios

Sara Beltrami

28

Advanced training course
for psychologists and
psychotherapists

A.P.E. Onlus Associazione Progetto
Endometrios

Sara Beltrami

29

Costru-endo medico e paziente –
una sinergia indispensabile

A.P.E. Onlus Associazione Progetto
Endometrios

Sara Beltrami

30

Comprend-endo, information
onendometriosis in schools

A.P.E. Onlus Associazione Progetto
Endometrios

Sara Beltrami

31

You are not invisible,
be careful!

Federación Extremeñade Asociaciones
de Fibromialgia-FEXA

Alicia Maria Vega
Albujar

32

Patients who support patients

NVVR De Wervelkolom

Klaasje Onnink-Vliek

33

European project of solidarity
cooperation to take the
treatment of pain to people
of the third world

Sine Dolore/ LiskenCaribbean

Kenia Yocasta
Muñoz Javier
(DeFernandez)

34

Knowing and educating about
pain in chronic disease

Spanish Patient Platform

María Gálvez

35

Alternatives to learn
to deal with daily pain

FORÇA3P-Associaçãode pessoas com
dor

Vera Lúcia Pinto

36

The case of the red app, a
compass for patients and
healthcare professionals

ASST Grande Ospedale Metropolitano
Niguarda

Paolo Notaro

37

Effects of physical exercise
and hydrotherapy in pain,
health and quality of life:
the al-ándalus project ii

University of Granada

Manuel Delgado
Fernández

38

Supporting self-management
of pain using online tools

Public Health Agency

Christine Mc Master

39

First international congress
of addca

Associação De DoentesDe Dor Crónica Ivone Machado
Dos Açores (ADDCA)

40

Mediation, intermediation
and chronic pain

Galician Rheumatological League

Cathérine van Riel
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Endorsing MEPs
and Organisations
Since the start of the SIP platform
the scientific objectives of the SIP
Symposia and/or the SIP Joint
Statement have been endorsed
by the following persons and
organisations, listed in
alphabetical order:

Please contact sip-platform@grunenthal.com if your organisation
wants to be added to the list of endorser on the website
https://www.sip-platform.eu or if the contact details or logos have changed.
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The SIP Joint Statement has been endorsed
by following Members of European Parliament:
MEP Heinz K. Becker, MEP Nicola Caputo, MEP Miriam Dalli, MEP Jose lnacio
Faria, MEP Marian Harkin, MEP Merja Kyllönen, MEP Jeroen Lenaers,
MEP Roberta Metsola, MEP Sirpa Pietikäinen, MEP Marek Plura, MEP Sofia
Ribeiro, MEP Alfred Sant, MEP Sabine Verheyen
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1.

European Pain Federation EFIC®
www.efic.org

2.

Grünenthal GmbH
www.grunenthal.com

3.

Pain Alliance Europe (PAE)
www.pae-eu.eu

4.

Cittadinanzattiva
http://www.cittadinanzattiva.it/

5.

Academia de Ciencias Médicas de Bilbao
www.acmbilbao.org

6.

ACACI - Asociación Ciudadana Afectados
Cistitis Intersticial-Síndrome Dolor Vesical

7.

ACIAR-TD - Associació Catalana d‘Infermeria
d‘Anestèsia,Reanimació i Terapèutica del Dolor

8.

ACTHealthy Lab, ALGEA Group University
of Cyprus
www.algea.com.cy
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Action on Pain
www.action-on-pain.co.uk/

9.

Age-Friendly Environments Academy
www.afedemy.eu/en/home_en/

10.

AGE Platform Europe
www.age-platform.eu

11.

Agencia de Calidad Sanitaria de Andalucia
www.juntadeandalucia.es/agenciadecalidadsanitaria

12.

Albanian Pain Association
www.health-pain.al/

13.

ALGOS. Recerca en dolor
algos-dpsico.urv.cat/es/

14.

Allianz Chronischer Schmerz Österreich –
Alliance Chronic Pain Austria
www.schmerz-allianz.at

15.

Alianza General de Pacientes
www.alianzadepacientes.org/

16.

ALPADOC – Association Luxembourgeoise
des Patients à Douleurs Chroniques
www.alpadoc.lu

17.

Alvleeskliervereniging Nederland AVKV
www.alvleeskliervereniging.nl/ik-ben-patient.aspx

18.
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19.

American Chronic Pain Association
www.theacpa.org/

20.

ARCUS Raumsysteme
www.arcus-raum.de/

21.

Arthiritis and Rheumatism Association
of Malta
www.aramalta.com

22.

ASL 4 Teramo
fabiana.dantonio@aslteramo.it

23.

Asociación Andaluza del Dolor
www.asociacionandaluzadeldolor.es/

24.

Asociación Corunesa de Fibromialgia
y Síndrome de Fatiga Crónica (ACOFIFA)
www.acofifa.org

25.

Asociación de dolor pélvico perineal crónico
www.dolorpelvico.org/

26.

Asociación de Fibromialgia y Sindrome
de Fatiga Cronica de la Comunidad de Madrid
(AFINSYFACRO)
www.afinsyfacro.es/

27.

Asociación española de enfermería de anestesiareanimación y terapia del dolor (aseedar-td)
www.aseedar-td.org

28.

Association Française de Lutte Anti-Rhumatismale
(AFLAR)
www.aflar.org/
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Asociación Nacional de Enfermería Comunitaria
(AEC)
www.enfermeriacomunitaria.org

29.

Association of Speech Language pathologists
www.aslpmalta.org/

30.

Associação de Doentes de Dor Crónica Açores
(ADDCA)
addcacores@iol.pt, addcadirecao@iol.pt

31.

Associazione Italiana Chiropratici
omu

32.

Associacao Portuguesa de cuidados Paliativos Nucleo Regional des Azores
www.apcp.com.pt

33.
ASSOCIATION OF SPEECH-LANGUAGE PATHOLOGISTS
127, The Professional Centre, Gzira GZR 1633 Malta

E: info@aslpmalta.org

W: aslpmalta.org

Associacao Portuguesa de cuidados Paliativos
www.apcp.com.pt

34.

Associacao Portuguesa para o Estudo da Dor
www.aped-dor.org

35.

Association Extremena de Fibromialgia
www.afibroex.com/

36.

Association for Pain Therapy Bosnia and Herzegovina
www.apt-bh.ba

37.

Association francaise de la cystite interstitielle
(AFCI)
www.asso-afci.org

38.
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Association Francophone pour Vaincre les Douleurs
(AFVD)
www.association-afvd.com

39.
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40.
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Associazione Italiana per lo Studio del Dolore (AISD)
www.aisd.it

41.

Associazione Sammarinese per lo Studio del Dolore
www.assd-rsm.org

42.

BackCare, The Charity for Back and Neck Pain
www.backcare.org.uk/

43.

Belgian Back Society
www.belgianbacksociety.be

44.

Belgian Brain Council (BBC)
www.braincouncil.be

45.

Belgian Pain Society
www.belgianpainsociety.org

46.

Berufsverband der Ärzte und Psychologischen
Psychotherapeuten in der Schmerz- und Palliativmedizin
in Deutschland e.V.
www.bvsd.de/

47.

Berufsverband Deutscher Anästhesisten e.V. BDA
www.bda.de

48.

Bijniervereninging NVACP
www.nvacp.nl

192

Societal Impact of Pain (SIP) 2019
Brussels, Belgium
06 - 07 November, 2019

Bildungswerk Aachen: Servicestelle Hospizarbeit
für die Städte Region Aachen
www.servicestelle-hospizarbeit.de

49.

Boston Scientific
www.bostonscientific.com/en-US/Home.html

50.

Brain, Mind and Pain (MEP Interest Group)
www.brainmindpain.eu

51.

Brigada de Sanidad del Ejército de Tierra
Ejército Españo
fconben@et.mde.es

52.

British Pain Society
www.britishpainsociety.org

53.

Bulgarian Association for Study and Treatment
of Pain (BASTP)
www.rtb-mu.com/anestsoc

54.

Bürger Inititative Gesundheit e.V.
www.buerger-initiative-gesundheit.de

55.

Caritas Diocesana de Coimbra
www.caritascoimbra.pt

56.

Catedra de Dolor Infantil, Universitat Roviar
I Virgili
www.catedradeldolor.com

57.

CEADE Coordinadora Espanola de Asociaciones
de Espondilitis
www.espondilitis.es

58.
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59.

Center for Palliative Medicine, Medical Ethics
and Communication Skills
www.mef.unizg.hr

60.

Centre for pain relief & beyond Pain, Neurology & Regenerative Clinics

61.

CHANGE PAIN Initiative
www.change-pain.com/

62.

Chronic Pain Ireland
www.chronicpain.ie/

63.

Chronic Pain Policy Coalition CPPC
www.policyconnect.org.uk

64.

CLA - Cercle Luxembourgeois d'Algologie
Zithaklinik (Clinique de la douleur)
www.douleurs.lu

65.

Coalicion National Entidades
DE FM, EHS, SFC/EM y SQM
www. confederacionssc.es

66.

Colegio Oficial de Medicos de Caceres
www.comeca.org

67.

Collectif Doloplus
www.doloplus.com/

68.

Company Lucine
www.lucine.io/
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Conartritis (Coodinadora Nacional de Artritis)
www.conartritis.org/

69.

Consejo Andaluz de Colegios Farmaceuticos
www.cacof.es

70.

COST Action TD1005 – Pain Assessment in
Patients with Impaired Cognition, especially Dementia
www.cost-td1005.net

71.

Council of occupational therapists for
European countries
www.coteceurope.eu/

72.

Croatian Association for the Treatment of Pain
(CATP)
www.hdlb.org

73.

CRPS Bundesverband Deutschland
www.crps-netzwerk.org/cms/

74.

Cystitis & Overactive Bladder Foundation COB
www.cobfoundation.org

75.

Deustche Gesellshaft zum Studium des Schmerzes e.V.
DGGS
www.dgss.org/

76.

Deutscher Forschungsverbund Neuropathischer
Schmerz
dfns@lrz.tum.de

77.

Deutsche Gesellschaft für Anästhesiologie und
Intensivmedizin (DGAI)
www.dgai.de

78.
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79.

Deutsche Gesellschaft für Neurologie
www.dgn.org

80.

Deutsche Gesellschaft für Orthopädie und
Orthopädische Chirurgie e.V. (DGOOC)
www.dgooc.de

81.

Deutsche Gesellschaft für Psychologische
Schmerztherapie und - forschung (DGPSF)
www.dgpsf.de

82.

Deutsche Gesellschaft für Schmerztherapie e.V.
(DGS)
www.dgschmerztherapie.de/

83.

Deutsche Kinder Palliativ Stiftung
www.palliativ-portal.de/

84.

Deutsche Palliativ Stiftung
www.PalliativStiftung.de/

85.

Deutsche Schmerzgesellschaft e.V.
www.dgss.org

86.

Deutsche Schmerzliga e.V.
www.schmerzliga.de/

87.

Deutsche Seniorenliga e.V.
www.deutsche-seniorenliga.de/

88.

Deutsche Wachkoma Gesellschaft
www.schaedel-hirnpatienten.de

196

Societal Impact of Pain (SIP) 2019
Brussels, Belgium
06 - 07 November, 2019

Deutscher Orthopäden-Verband e.V. (DOV)
www.dov-online.de

89.

DGVP e.V. fur Gesundheit Deutsche Gesellschaft
für Versicherte und Patienten
www.dgvp.de

90.

Direcao Regional de Saude Plano Regional de Saude 2014-16
www.azores.gov.pt

91.

Douleurs sans Frontières
www.douleur.org

92.

Dutch Pain Society
www.dutchpainsociety.nl

93.

Dwarslaesie Organisatie Nederland
www.dwarslaesie.nl

94.

Endometriosis Association of Ireland
www.endometriosis.ie

95.

Escuela Canaria de Salud y Servicios Sociales
(ESSSCAN)
www.essscan.es

96.

Estonian Pain Society
www.valu.ee

97.

EURAG Österreich
www.dgvp.de

98.
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European Academy of Neurology EAN
www.eaneurology.org

100.

European ADPKD Forum EAF
www.pkdinternational.org/
eaf_adpkd_forum_policy_report_2015/

101.

European Association for Palliative Care
EAPC
www.eapcnet.eu

102.

European Brain Council
www.europeanbraincouncil.org/

103.

European Cancer Patient Coalition
(ECPC)
www.ecpc.org

104.

European College of Neuropsychopharmacology
www.ecnp.eu

105.

European Confederation of Care Home Organisations
ECHO
www.echo-eu.com

106.

European Digital Peer Patient Alliance EUDiPPA
Facebook: /EUDIPPA/

107.

European Federation of National Associations
of Orthopaedics and Traumatology (EFORT)
www.efort.org/

108.

European Federation of Neurological Associations
(EFNA)
www.efna.net
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European Headache Alliance
www.e-h-a.eu

109.

European League Against Pain EULAP
www.eulap.org

110.

European League Against Rheumatism (EULAR®)
www.eular.org/.

111.

European Migraine & Headache Alliance (EMHA)
www.emhalliance.org

112.

European Network of Fibromyalgia Associations
www.enfa-europe.eu/

113.

European Patient Forum EPF
www.eu-patient.eu

114.

European Platform for Patients' Organisations,
Science and Industry (EPPOSI)
www.epposi.org/

115.

European Society for Regional Anaesthesia
& Pain Therapy (ESRA)
www.esraeurope.org

116.

European Society of Physical and Rehabilitation
Medicine
www.esprm.net/

117.

Federación de Asociaciones de Enfermería
Comunitaria y Atención Primaria (FAECAP)
www.faecap.com

118.

199

SIP
Societal Impact of Pain

SIP
Societal Impact of Pain

119.

Federalno Ministravo Zdravstva
www.fmoh.gov.ba

120.

Federdolore-Società Italiana dei Clinici
del Dolore
www.federdolore.it

121.

Name: Fibromyalgia Association of Sweden
(Fibromyalgiförbundet)
www.fibromyalgi.se

122.

Fibromyalgie en Samenleving (F.E.S.) - De Nationale
Vereniging voor Fibromyalgiepatiënten
www.fesinfo.nl

123.

Fibromyalgie France
www.fibromyalgie-france.org/

124.

Fit for Work Global Alliance
www.fitforworkeurope.eu

125.

Focus Fibromyalgia Belgium ASBL
www.focusfibromyalgie.be

126.

Fondazione IRCCS Intituto Nazionale
dei Tumori di Milano
www.istitutotumori.mi.it

127.

Fondazione ISAL
www.fondazioneisal.it

128.

Fondazione ISTUD
www.fondazioneistud.it
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Fondazione Paolo Procacci
www.fondazioneprocacci.org/

129.

Força 3P - Pessoas com Dor
www.forca3p.com/

130.

Foreningen Af Kroniske Smertepatienter
(FAKS)
www.faks.dk

131.

Foro Espanol de Pacientes (FES)
www.webpacientes.org/fep

132.

Foundation Pijn-Hoop
www.pijn-hoop.nl/

133.

Fundació Acadèmia de Ciències Mèdiques
i de la Salut de Catalunya i de Balears
www.academia.cat

134.

Fundacio Salut I Envelliment UAB
www.salut-envelliment.uab.cat

135.

Fundación Afectados y Afectadas
Fibromialgia y Síndrome Fatiga Crónica
www.fundacionfatiga.org/

136.

Fundación para la Investigación en Salud
(Fuinsa)
www.fuinsa.org/

137.

Fundación Signo
www.fundacionsigno.com

138.
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139.

Fundacja Chustka
www.fundacjachustka.pl

140.

Funde Salud
www.fundesalud.es

141.

Fundolor (Fundacion de la comundidad valenciana
para el estudio y tratamiento del dolor)
www.fundolor.org

142.

Generalitat Valenciana - Conselleria De Sanitat
www.san.gva.es

143.

Geriatric Medicine Society e.V.
www.geriatric-medicine.org

144.

German Maltese Medical Society
www.germanmaltesecircle.org/gmms.htm

145.

Getidor: Grupo de Estudio, Trabajo e
Investigación del Dolor Crónico en Rehabilitación
xoan.miguens.udc.mais@gmail.com

146.

Gobierno de Canabria, Consejeria de Sanidad y
Servicios Sociales
leon_c@cantabria.es; hoyos_e@cantabria.es

147.

Greek Society of Migraine and Headache Patients
www.kefalalgies.gr/

148.

Health First Europe Secretariat
www.healthfirsteurope.org
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Hellenic League Against Rheumatism
www.arthritis.org.gr/.

149.

Hellenic Society of Agology
vww.algologia.gr

150.

Hellenic Society of Palliative and Symptomatic
Care of Cancer and non Cancer patients
www.grpalliative.org/

151.

Hereditaire Multiple Exostosen Multiple Osteochondromen HME-MO
www.hme-mo.nl >C;#CE


152.

D3@3<757<5<323@:/<2

Herescon gmbh
www.herescon.com

153.

Hrvatsko Drustvo Palijantivnu Medicinu HLZ
www.palijativa.com

154.

ICA-Deutschland e.V
www.ica-ev.de

155.

International Federation for Spina Bifida and
Hydrocephalus
www.ifglobal.org/

156.

Institut Català d'Oncologia
www.ico.gencat.cat

157.

Institute for Research in Operative Medicine
(IFOM)
www.uni-wh.de/ifom

158.
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159.

Instituto Aragonès de Ciencias de la Salud
www.iacs.aragon.es

160.

Instituto de Estudios de Ciencias de la
Salud de Castilla y León
www.iecscyl.com

161.

Instituto Mediterráneo de Dolor y Anestesia
Regional (IMEDAR)
www.imedar.com

162.

Instituto para el estudio y tratamiento integral
de Dolor (IETID)
www.ietd.es

163.

International Alliance of Patients' Organizations
(IAPO)
www.patientsorganizations.org

164.

International Association for Hospice and
Palliative Care
www.hospicecare.com

165.

International Headache Society
www.ihs-headache.org

166.

International Painful Bladder Foundation
(IPBF)
www.painful-bladder.org

167.

IPO Porto
carocha321@hotmail.com

168.

Irish Pain Society
www.irishpainsociety.com
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Israel Pain Association
www.ipa.org.il

169.

Italian Presidency of the Council of Ministers

170.

Junta de Andalucia Consejeria de Salud y Bienestar Social
www.juntadeandalucia.es/organismos/
saludybienestarsocial.html

171.

Latvian Association for Study of Pain - LASP
www.sapes.lv

172.

LeukaNET e.V.
www.leuka.net/

173.

Lietuvos Skausmo Draugija
www.skausmomedicina.it

174.

Lifting the Burden
www.l-t-b.org/

175.

Liga Reumatològica Catalana
www.lligareumatologica.org

176.

Liga Reumatologica Espanola
www.lire.es

177.

Liga Reumatológica Gallega (LRG)
www.ligagalega.org

178.
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179.

Malta Association of Physiotherapists
www.physiomalta.com

180.

Malta Health Network
www.maltahealthnetwork.org

181.

ME/CVS-Stichting Nederlands
www.mecvs.nl

182.

MedAix Training GmbH / MedAix Laurensberg GmbH
www.medaix.de

183.

Medicinska fakulteta Univerze v Mariboru
www.mf.uni-mb.si/index.php/en

184.

Metges de Residències Geriàtriques del Vallès
josep.sanchez.aldeguer@uab.cat

185.

Moldovian Society for the Study and Management
of Pain
www.neverpain.org

186.

Multinational Interstitial Cystitis Association
(MICA)
www.mica-online.org

187.

Myeloma Euronet Romania
www.myeloma.ro/

188.

National Association of Patients with Rheumatoid
Arthritis (ANDAR)
www.andar-reuma.pt
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National Council for Palliative Care (NCPC)
www.ncpc.org.uk

189.

National Institute for Health and Disability Insurance
(Institut national d‘assurance maladie-invalidité)
NIHDI - RIZIV - INAMI
www.riziv.fgov.be

190.

Nederlands Interstitial Cystitis Patients Organization
(ICP)
www.icpatienten.nl/

interstitiële
cystitis
patiëntenvereniging

191.

Nederlandse Vereniging van Hoofdpijnpatienten
www.hoofdpijnpatienten.nl

192.

Nederlandse Vereniging van Patienten met
Sternocostoclaviculaire Hyperostose (SCCH)
www.scch.nl

193.

Nederlandse Vereniging van Rugpatiënten
“de Wervelkolom"
www.nvvr.nl

194.

Neil Betteridge Associates
neil@neilbetteridge.me.uk

195.

Neurologiskt Handikappades Riksforbund
www.nhr.se

196.

No Pain Foundation
www.nopainfoundation.org

197.

Norsk Revmatikerforbund
https://www.revmatiker.no

198.
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199.

OSAKIDETZA - Departemento de la Salud
del Gobierno Vasco
www.osakidetza.euskadi.net

200.

Osservatorio Italiano Cure Palliative
(OICP)
www.oicp.org

201.

Osteoporose Vereniging
www.osteoporosevereniging.nl

202.

Österreichische Gesellschaft
für Geriatrie und Gerontologie ÖGGG
www.geriatrie-online.at

203.

Österreichische Schmerzgesellschaft
www.oesg.at/

204.

Österreichisches Rotes Kreuz
www.roteskreuz.at
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Office of the Commissioner for Mental Health, Malta Dr. John M. Cachia
www.mentalhealthcommissioner.gov.mt/

206.

OPUSmedica - PC&R network.
Persons Care & Research
www.opusmedica.org/

207.

Pain Alliance of Northern Ireland
Twitter: @PainAllianceNI

208.

Pain Association Scotland
www.chronicpaininfo.org
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Pain Concern
www.painconcern.org.uk/

209.

Pain Nursing Magazine – Italian Online Journal
www.painnursing.it

210.

PAIN OUT - improvement in postoperative PAIN
www.pain-out.eu

211.

Pain Research Forum
www.painresearchforum.org

212.

PAIN South Africa (PAINSA)
www.painsa.co.za

213.

Pain Toolkit
www.paintoolkit.org

214.

Pain UK
www.painuk.org

215.

Painaustralia
www.painaustralia.org.au/

216.

Paliativos Andalucia
www.paliativosandalucia.com

217.

Palliactief
www.palliactief.nl/

218.
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219.

Palliatives Netzwerk für die Region Aachen e.V.
www.servicestelle-hospizarbeit.de/

220.

Patienten Vereniging Voor Neurostimulatie (PVVN)
www.pvvn.nl

221.

Patientenschutzorganisation Deutsche Hospiz Stiftung
www.patientenschuetzer.de

222.

Patientenvereniging CRPS
www.posttraumatischedystrofie.nl

223.

Pelvic Pain Support Network
www.pelvicpain.org.uk/

224.

Personskadeförbundet RTP
www.rtp.se

225.

Pijn Platform Nederland (PPN)
www.pijnplatform.nl/

226.

Plataforma de organizaciones de pacientes
www.plataformadepacientes.org/

227.

Platform for Oral Health
www.oralhealthplatform.eu/.

228.

Platform of organizations of people with
Rheumatic Diseases in southern Europe (AGORA)
www.agora-platform.eu/
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Plataforma SinDOLOR
www.plataformasindolor.com/

229.

Polskie Stowarzyszenie Pomocy Chorym na Szpiczaka
www.szpiczak.org.pl

230.

Polskie Towarzystwo Badania Bolu
www.ptbb.pl/

231.

Portuguese League Against Rheumatic Diseases
(Liga Portuguesa Contra as Doencas Reumaticas
- LPCDR)
www.lpcdr.org.pt

232.

Presidenza della Regione Abruzzo
www.regione.abruzzo.it/

233.

Prikkelbare Darm Syndroom Belangenvereniging
www.pdsb.nl

234.

Professional Health Association - PHA
(Asociacioni Shëndetësor Profesional)
www.pha-ks.com

235.

Programa de Prevenció i Atenció a la Cronicitat
www.canalsalut.gencat.cat

236.

Red Espanola para Defensa de los Enfer Rede
FM Sfc y Sqm
www.facebook.com/Red-Espa%C3%B1ola-de-FMSFCSQM-366279756915804/

237.

Romanian Association for the Study of Pain (RASP)
www.arsd.ro

238.
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239.

RSI-Vereniging
www.rsi-vereniging.nl

240.

Russian Association for the Study of Pain (RASP)
www.painrussia.ru

241.

Russian Headache Research Society
www.headache-society.ru

242.

Samenwerkingsverband Pijnpatiënten naar een stem
www.pijnpatientennaar1stem.nl

243.

Sant Joan de Deu Hospital
www.hsjdbcn.org

244.

SARquavitae
www.sarquavitae.es

245.

SchmerzNetzNRW eG
www.schmerznetznrw.org

246.

Schweizer Gesellschaft zum Studium des Schmerzes
www.pain.ch/

247.

Schweizerische Kopfwehgesellschaft SKG
www.headache.ch

248.

SEN Slovensko a Cesko
www.spiritualemergencenetwork.org/slovakia/
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Shingles Support Society
www.herpes.org.uk/shingles-support-society

249.

SINE DOLORE –
Asociación Española de Pacientes Contra el Dolor
www.sinedolore.org

250.

SLOVENSKÁ SPOLOČNOSŤ PRE
ŠTÚDIUM A LIEČBU BOLESTI
www.pain.sk/

251.

Slovensko združenje za lajšanje bolečine
(Slovenian Pain Society)
www.szzb.si/

252.

Sociedad Andaluza de Geriatría y Gerontología
(SAGG)
www.sagg.org

253.

Sociedad Andaluza de Medicina Fisica y Rehabilitacion
SAMFYRE
www.samfyre.net/

254.

Sociedad Aragonesa del Dolor
www.sociedadaragonesadeldolor.sedolor.es

255.

Sociedad Aragonesa de Cuidados Paliativos
www.cusirar.org

256.

Sociedad Asturiana de Medicina Física y Rehabilitación
www.samefyr.com

257.

Sociedad Canaria del Dolor (SCD) – Canarian
www.socadolor.org/es/

258.
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259.

Sociedad Castellano- leonesa de Cuidados Paliativos
www.pacyl.org/

260.

Sociedad Castellano Leonesa de Dolor
www.sociedaddocyl.wordpress.com

261.

Sociedad Castellano Leonesa de Rehabilitacion
y Medicina Fisica
rehacyl@gmail.com

262.

Sociedad Castellano Manchega del Dolor (SCDM)
www.sociedadcastellanomanchegadeldolor.sedolor.es/

263.

Sociedad de Acupuntura Medica de Espana (SAME)
www.same-acupuntura.org

264.

Sociedad Espanola De Calidad Asistencial
www.calidadasistencial.es

265.

Sociedad Española de Cuidados Paliativos
(SECPAL)
www.secpal.com

266.

Sociedad Espanola de Directives de
Atención Primaria (SEDAP)
www.sedap.es

267.

Sociedad Española de Directivos de la
Salud (Sedisa)
www.sedisa.net/

268.

Sociedad Española de Disfunción
Craneomandibular y Dolor Orofacial
www.sedcydo.com
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Sociedad Española de Fisioterapia
y Dolor (SEFID)
www.sites.google.com/site/sefidsp/Home

269.

Sociedad Espanola de Fracturas
(SEFRAOS)
www.sefraos.com

270.

Sociedad Española de Heridas
(SEHER)
www.seherweb.org

271.

Sociedad Española de Hospitalización
a Domicilio (SEHAD)
www.sehad.org

272.

Sociedad Española de Medicina de Familia
y Comunitaria (SEMFYC)
www.semfyc.es

273.

Sociedad Española de Medicina de Urgencias
y Emergencias (SEMES)
www.semes.org

274.

Sociedad Española de Medicina Interna
(SEMI)
www.fesemi.org

275.

Sociedad Española de Medicina Oral
(SEMO)
www.semo.es

276.

Sociedad Española de Médicos de Atención
Primaria (SEMERGEN)
consultassocios@semergen.es; validacion@semergen.es

277.

Sociedad Espanola de Medicos de Residencia
(SEMER)
www.semer.es

278.
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279.

Sociedad Española de Medicos Generales y
de Familia (SEMG)
www.semg.es

280.

Sociedad Española de Oncología Radioterápica
(SEOR)
www.seor.es

281.

Sociedad Espanola de Salud Laboral en la
Administración Pública (SESLAP)
www.seslap.com

282.

Sociedad Espanola de Traumatologia Laboral
www.setla.org

283.

Sociedad Española del Dolor (SED)
www.sedolor.es/

284.

Sociedad Extremena de Geriatría y Gerentología
(SOGGEX)
www.mayorex.es

285.

Sociedad Gallega del dolor y Cuidados Paliativos
www.sociedadgallegadeldolor.sedolor.es

286.

Sociedade Galega para o Estudio e Tratamento
da Dor e Coidados Paliativos
www.sgador.com/es/

287.

Sociedad Madrilena de Gereatría y Gerontología
(SEGG)
www.segg.es

288.

Sociedad Madrileña del Dolor (SMD)
www.sociedadmadrilenadeldolor.sedolor.es/

216

Societal Impact of Pain (SIP) 2019
Brussels, Belgium
06 - 07 November, 2019

Sociedad Murciana de Dolor Colegio Oficial
de Médicos de la Región de Murcia
www.murciadolor.com/

289.

Sociedad Murciana de Geriatría y Gerontología
(SMGG)
www.geriatriamurcia.es

290.

Sociedad Valenciana de Hospital a Domicilio
www.svhad.es/

291.

Sociedad Valenciana de Medicina Paliativa
(SVMP)
www.svmpaliativa.org

292.

Sociedad Valenciana Terapéutica del Dolor
(SOVTED)
pallares_jor@gva.es

293.

Sociedade Portuguesa de Medicina Física
e Reabilitação (SPMFR)
www.spmfr.org

294.

Societa Italiana di Medicina Generale
e delle Cure Primarie
www.simg.it

295.

Societa Italiana di Riablitzione Neurologica
www.sirn.net

296.

Societat Catalana de Gestió Sanitària
(SCGS)
www.academia.cat/gestiosanitaria

297.

Societat Catalana de Medicina Física
i Rehabilitació
www.academia.cat

298.
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299.

Societat Catalana de Qualitat Assistencial
www.academia.cat/qualitatassis

300.

Societat Catalana del Dolor
www.scdolor.cat

301.

Societat Catalano-Balear d`Oncologia
webs.academia.cat/societats/oncologia/

302.

Societat Catalano-Balear de Cures Palliatives
(SCBCP)
webs.academia.cat/societats/curespal

303.

Societé Francaise d' Etude et de Traitement
de la Douleur (SFETD)
www.sfetd-douleur.org/

304.

Spanish Association of Patients with Neuropathic pain,
Trigeminal neuralgia and mporomandibular pathology
www.pacientesatm.com

305.

Study in Multidisciplinary Pain Research SIMPAR
www.simpar.eu

306.

Suomen Kipu ry Yli miljoona suomalaista elää kroonisen kivun kanssa
www.suomenkipu.fi

307.

Suomen Kivuntitkimsyhdistys ry
www.suomenkivuntutkimusyhdistys.fi

308.

Swedish Pain Society
www.swedishpainsociety.com/
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Swiss Migraine Action
www.migraine.org.uk/

309.

Syringomyelie Patienten Vereninging
www.syringo-chiari.info

310.

The Pain Clinic
http://www.painclinic.com.mt

311.

The Work Foundation
www.theworkfoundation.com

312.

Trigeminal Neuralgia Association
www.tna.org.uk/

313.

TULE Tuki- ja liikuntaelinliitto Tule ry Finnish Muscolosceletal Association
www.suomentule.fi/

314.

Udruženje za Istraživanje i Tretman Bola Srbije
(UITBS)
www.uitbs.org.rs/

Ukrainian Association for the Study of Pain
(UASP)
www.pain.in.ua/

315.

UASP

Ukrainian Association for the Study of Pain

®

316.

Divinum opus sedare dolorem

ULSS7 del Veneto
www.ulss7.it

317.

Understand Pain
www.understandpain.com/

318.
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319.

Universidad Carlos III de Madrid
www.uc3m.es

320.

Universidad de Cadiz (UCA)
www.uca.es

321.

Universidad de los Pacientes
sesam@eco.uc3m.es

322.

Universidad de Parma
www.unipr.it

323.

Universidad Rey Juan Carlos
www.urjc.es

324.

University of Zagreb - Academy of Fine Arts
alu@alu.hr

325.

University of Zagreb - Academy of Music
www.muza.unizg.hr

326.

Universtiy of Zagreb - Academy of Dramatic Art
www.adu.hr

327.

UVSD SchmerzLOS e.V.
www.uvsd-schmerzlos.de/

328.

Vereniging van Ehlers-Danos Patienten
www.ehlers-danlos.nl
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Versus Arthritis
www.versusarthritis.org/

329.

Vlaamse anesthesiologische Vereniging
voor Pijnbestrijdin
www.vavp.be/

330.

Vlaamse Liga voor Fibromyalgie-Patiënten vzw
www.fibromyalgie.be/

331.

Vlaamse Pijnliga
www.vlaamsepijnliga.be

332.

Whiplash Stichting Nederland
www.whiplashstichting.nl

333.

WIP Foundation
www.wipfoundation.org/

334.

World Federation for Incontinent Patients
(WFIP)
www.wfip.org/

335.

World Federation of Societies of
Anaesthesiologist (WFSA)
www.wfsahq.org/

336.

World Headache Alliance (WHA)
www.w-h-a.org/

337.

World Institute of Pain
www.worldinstituteofpain.org/

338.
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339.

World Society of Pain Clinicians (WSPC)
www2.kenes.com/wspc-soc/pages/home.aspx

340.

Xunta de Galicia - Consellería de Sanidade
www.sergas.es

341.

Young Against Pain (YAP)
www.simpar.eu/simpar/progettoyap/
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Learn more about SIP initiatives
and follow us on Social Media!
During the SIP 2019 Symposium make sure to follow along and interact on
Twitter using our official hashtag of
#impactofpain

sip-platform@grunenthal.com secretary@efic.org

SIP-„Societal Impact of Pain“
NEWS

www.sip-platform.eu/newsletter-registration

www.facebook.com/SIPPainPolicy

www.sip-platform.eu

@SIP_PainPolicy

The scientific framework of the SIP platform is under the responsibility of
the European Pain Federation EFIC®. Co-operation partners for SIP are Pain
Alliance Europe and Active Citizenship Network. The pharmaceutical company
Grünenthal GmbH is responsible for funding and non-financial support.
www.sip-platform.eu

