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© 2016, SIP - Societal Impact of Pain
This booklet is published following the European symposium on the Societal Impact of Pain (SIP 2016)
in Brussels (Belgium), 23 - 24 May, 2016
About this booklet
This booklet contains background readings to SIP 2016, providing contextual information on the
working groups’ discussions and outcomes.
You can copy, download or print the content of this booklet for your own use provided that suitable
acknowledgement of the Societal Impact of Pain (SIP) platform, as well as to the participating authors
as source and copyright owner is given. All requests for public or commercial use and translation rights
should be submitted to sip-platform@grunenthal.com.
Due to printing deadlines this booklet, however, does not guarantee inclusiveness of each speaker or
organisation. The final complete version will be made available electronically at www.sip-platform.eu.
About the “Societal Impact of Pain” and the SIP platform
The burden that pain imposes on individuals and the enormous costs that society has to bear, not
only by healthcare systems, but also related social, economic and employment costs, illustrate the
urgency for European governments and the EU institutions to act and to put the societal impact
of pain on their policy agenda. Basic and clinical sciences have demonstrated the feasibility of care
pathways out of pain for many types of acute and chronic pain, but healthcare systems frequently do
not guarantee general access for patients to these. In order to address the societal impact of pain,
different stakeholder groups joined forces in 2009.
Today the SIP is an international multi-stakeholder platform aiming to:
• Raise awareness of the relevance of the impact that pain has on our societies, health and economic
systems
• Exchange information and share best-practices across all member states of the European Union
• Develop and foster European-wide policy strategies & activities for an improved pain care in Europe
(Pain Policy)
The scientific framework of the Societal Impact of Pain (SIP) platform is under the responsibility of the
European Pain Federation EFIC®. Cooperation partners for SIP 2016 are Pain Alliance Europe (PAE)
and Active Citizenship Network (ACN).The pharmaceutical company Grünenthal GmbH is responsible
for funding and non- financial support (e.g. logistical support). The scientific aims of the SIP symposia
have been endorsed by a large number of international and national pain advocacy groups, scientific
organisations and authorities.
More information on events and publications by the SIP platform can be found at: www.sip-platform.eu.
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You will find complete background information on the speakers and
endorsing organisations in the SIP 2016 background and abstract
booklet on our website:
www.SIP-platform.eu
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Foreword

Dear Reader,

Brussels, Sept 2016

We are pleased to present the proceedings of the 6th European symposium on the “Societal
Impact of Pain” (SIP 2016). The symposium brought together international experts in the
field of pain care, along with patient representatives, policy makers and other stakeholders
in the field of pain policy. SIP 2016 focused on areas of EU policy that affect pain care and
aims to have a lasting political impact, with conclusions expected to be enshrined in the
EU policy-making process.
The success of SIP is growing by the hour! Not only was this year’s event held under the
high patronage of the Italian Ministry of Health, but also each Member of the European
Parliament (MEP) involved with the Interest Group on Brain, Mind and Pain actively endorsed
the objectives of the symposium, together with further support from 20 cross-party and
cross-country MEPs: Clara Eugenia Aguilera Garcìa, Heinz K. Becker, Soledad Cabezòn Ruiz,
Nicola Caputo, Theresa Griffin, José Inàcio Faria, Takis Hadjigeorgiou, Marian Harkin, Merja
Kyllönen, Giovanni La Via, Jeroen Lenaers, Roberta Metsola, Miroslav Mikolášik, Piernicola
Pedicini, Sirpa Pietikainen, Sabine Verheyen, Francoise Grossetête, Therese Comodini
Cachia, Miriam Dalli, Agnes Jongerius and Alfred Sant. Their contributions can be found
in this booklet and on the SIP website (www.sip-platform.eu).
The scientific framework of the SIP symposium and platform is under the responsibility
of the European Pain Federation EFIC®. For the first time, this year’s event saw the formal
cooperation of the patient community, represented by Pain Alliance Europe (PAE), and the
civil society, represented by Active Citizenship Network (ACN). This three-way partnership
for SIP 2016 provided further added value in addressing the topic of the societal impact
of pain. The pharmaceutical company Grünenthal GmbH was responsible for funding and
non-financial support (e.g. logistical support). The objectives of this year´s symposium had
been endorsed by an impressive 160 pain advocacy and scientific organisations.
“Pain that persists for more than 3 months is considered chronic and in a lot of cases is
present without physiological causes and can be considered a disease in its own right (EFIC,
2001). Chronic and recurrent pain is a specific healthcare problem, leading to typical comorbidities, such as sleep disturbances, anxiety, depression and low self-esteem among
many others. The physical and emotional toll of chronic pain can dominate the lives or people
concerned, their families, friends and caregivers. The prevalence of pain causes a tremendous
impact on society, in the use of healthcare and social resources (Leadley, et al., 2012).
In addition, 31% of people who are required to take sick leave because of their chronic
pain, are absent from work for longer than ten days per year (Breivik, et al., 2006), which
calls for pain to be taken into account in employment policies too. This perspective will
require a change policies for resources reallocation in health and social care especially with
regards to the budgetary challenges ahead of us.
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Given that the costs associated with severe chronic pain are considerable for health
systems, individuals and society, we will need to accept that, from a societal and health
policy perspective; pain is a health state in its own right (EFIC, 2001). This perspective will
change policies for budgetary and resource allocation in pain care in the long term. The
Societal Impact of Pain (SIP) platform aims to address pain care in policies, through raising
awareness, mobilising all stakeholders involved and developing policy strategies in Europe.
In 2001, 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
(EFIC, 2001). The European Charter of Patients’ Rights drafted in 2002 by Active Citizenship
Network in collaboration with many EU patients’ organizations identified, among others, the
“Right to Avoid Unnecessary Suffering and Pain” as one of the patients’ rights that together
aim to guarantee a “high level of human health protection” (ACN, 2002) (EUR-Lex, 2012).
Years after publication of these documents, national and EU policy action is promising
but unsubstantiated. At the same time, basic and clinical science has demonstrated the
feasibility of pathways out of pain for many types of acute and chronic pain. Since 2011,
the SIP platform has worked, together with European and national policy makers, on the
implementation of the “Road Map for Action” outlining how to effectively address the
societal impact of pain at policy level. Today, five years later, although in several EU member
states we are seeing concrete progress, a holistic approach to chronic pain management
that involves all stakeholders is needed (Kress, et al., 2015).
In the coming months the partners of the SIP platform will continue to raise the SIP
2016 recommendations with policy-makers and influential stakeholder. At European level
representatives of the SIP platform will speak with the European Institutions addressing
the “SIP policy recommendations” (SIP recommendations, 2016). At national level the SIP
platform will support discussions along the lines of SIP roadmap of action (SIP Roadmap,
2011). June 8-9 SIP 2017 will reconvene in Malta under the auspices of the Maltese
Presidency of the Council of the European Union.
Now it´s Time for action! Happy reading.

On behalf of the Societal Impact of Pain (SIP) Platform

Chris Wells
President
European Pain
Federation EFIC®

Bart Morlion
Joop van Griensven Antonio Gaudioso
EU Liaison Officer
President,
Secretary General
& President Elect,
Pain Alliance
Cittadinanzattiva
European Pain
Europe (PAE)
Onlus
Federation EFIC®

Alberto Grua
Member of
the Corporate
Executive Board,
Grünenthal GmbH
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“The Societal Impact of Pain
A Road Map for Action”

Societal Impact of Pain

The “Roadmap for Action” addresses the societal impact of pain in the EU. It has been
developed during the symposium “Societal Impact of Pain 2011”. Since then, the transfer
of the SIP roadmap for action in to policies making addressing the societal impact of pain
for all European citizens has been the objective for pain advocacy by the SIP Platform.
The SIP roadmap for action contains the following points:
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 healthcare 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 roadmaps 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 harmonise effective levels of pain management to improve
the quality of life of European Citizens.
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SIP 2016 overall policy
recommendations
The SIP 2016 symposium hosted four working groups while bringing together
representatives of the European institutes, policy makers, pain specialists, scientific
researchers, patient representatives and other stakeholders to discuss four key issues
related to the societal impact of pain:
1.
2.
3.
4.

Pain as a quality indicator for healthcare
Chronic pain: a disease or symptom?
The relevance of pain in cancer care and rehabilitation
Pain, rehabilitation and reintegration of workers in the workforce

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 organising partners of the SIP platform formulated the
following overall 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.
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.
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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.
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Working Group 1
Pain as a quality indicator
for healthcare
Context
The UN Universal Declaration of Human Rights (Art. 5) states: “No one shall be subjected
to torture or to cruel, inhuman or degrading treatment or punishment.” (United Nations,
1948). As most countries have no national policy at all or very inadequate policies regarding
the management of pain, representatives from chapters of the International Association
for the Study of Pain (IASP) in 64 countries plus IASP members in 129 countries declared
“Pain Management Is a Fundamental Human Right” (Declaration of Montreal, 2010).
Although the agreement on the Montreal declaration was a major achievement, the next
step, inserting pain in health policies, is a big challenge as prioritising pain in policies calls
for a whole systems perspective (Phillips, et al., 2008).
Pain is a central element of the patient´s experience in many healthcare settings (chronic
primary pain, post-operative pain, cancer pain, neuropathic pain, headache and visceral
pain). In fact, four of the top 12 disabling conditions globally are persistent pain conditions
(low-back and neck pain, migraine, arthritis, other musculoskeletal conditions) (Hoy, et
al., 2014 Jun). However, pain does not yet feature in the World Health Organisation´s
International Classification of Diseases, contributing to the lack of consensus on how to
measure pain (Treede, et al., 2015). Pain, along with heart rate, blood pressure, respiratory
rate, and temperature can be considered a fifth vital sign of life (Purser, et al., 2014).Unlike
for the other four vital signs there is no tool to enable an objective medical assessment
of the gravity of their pain, disability or suffering that is attributable to their condition.
The direct costs caused by pain are modest compared to the cost of informal care and the
production losses related to it. Although the overarching economic impact of chronic pain
in Europe has not been quantified, data from different countries give a good idea. In the
UK, back pain alone is estimated to cost the economy £12.3 billion per year (Maniadakis &
Gray, 2000). In Sweden, the socio-economic burden of patients with a diagnosis related to
chronic pain was estimated to amount to 32 billion € per year, which equals a fifth of the
total Swedish tax burden or about a tenth of Swedish GDP in 2007 (Gustavsson, et al., 2012).
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And yet, there are currently no comprehensive pan-European figures outlining the impact
of pain on society (Phillips, et al., 2008). In few health care systems data are available
from representative samples of the general population on the prevalence of “pain as a
disease” and on accessibility and satisfaction with pain therapy (Häuser, et al., 2014).
Therefore comparable quality indicators for the measurement of pain are needed (Deutsche
Schmerzgesellschaft e. V., 2015). Quality indicators are usually based on quantifiable
routine data. Patient-reported outcomes are rarely used as quality indicators, and therefore
the limitations of this data need to be kept in mind. In pain, quality indicators could
focus on “structure”, understood as the availability of dedicated personnel; “processes”,
defined by the use of regular pain assessments, protocols and treatments, prevention of
complications, and patient involvement; or “outcome”, defined by pain intensity, pain
reduction, functional impairment, side effects, perception of care, duration of stay, costs,
or long term consequences. Quality indicators could have a wider application, allowing
for a comparison of the quality of healthcare services available across Europe. Although
several publications exist addressing the societal impact of pain in some EU member states,
a quality benchmark (like the European Core Health Indicators - ECHI) is not yet available
(DG SANCO, 2014).
Directive 2011/24/EU of the European Parliament and of the Council on the Application
of Patient´s Rights in cross-border healthcare grants European citizens the right to access
treatment in another EU member state, if required. Article 8 paragraph 5 of this Directive
foresees that an objective assessment of “the degree of the patient´s pain” must be used
to assess the right to cross-border healthcare (European Parliament and the Council,
2011).
As a result, in order to enable objective medical assessment, consumers could, on a
regular basis demand the documentation of the extent of any pain, disability, discomfort
or suffering that is attributable to the medical condition to which the service relates to (UK
Department of Health, Oct 2013). Therefore pain indicators that will help assess whether
granting access to cross-border healthcare are required. Such indicators could also help
compare the quality of health care services available to citizens, consumers and patients.
One of the biggest challenges for policy makers is that pain needs to be addressed in
primary and secondary care policies. In secondary care, pain is highly correlated with
trauma and postoperative (acute) pain (Schug & Pogatzki-Zahn, 2011) (Estebe, 2016). At
the same time, a great deal of the costs caused by chronic pain is dealt with in primary
care (Andersson, et al., 1999) (Grobe, et al., 2016) (Smith, et al., 1999).
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Introduction
Reporter: Elena Bertozzi
Donna Walsh
Executive Director, European Federation of Neurological Associations
(EFNA)
The European cross-border healthcare Directive (2011/24/EU), which grants

Donna Walsh

EU citizens the right to access treatment in
another member state, was the hook for
Working Group 1 to discuss a potential harmonisation of

“EFNA endorses the SIP
initiative as it is very

the use of pain as a quality indicator for healthcare. Article
8.5 of this Directive, in fact, foresees that an objective

much in line with the

assessment of “the degree of the patient´s pain” must be

policy outcomes we

used to assess the right to cross-border healthcare. The

aim to achieve through

group of politicians, physicians, insurers, pain specialists

the MEP Interest Group

and researchers, who attended Working Group 1’s session,
spent the afternoon focusing on how the European

on Brain, Mind and Pain

Commission and national governments could ensure the

and beyond.“

full implementation of the Directive and uphold the rights
of European patients, in particular by using pain measurement as a quality indicator for
national healthcare systems.
The Working Group was co-chaired by three committed Members of the European Parliament
(MEPs): Roberta Metsola, a Maltese member from the centre right European People´s Party
(EPP); Soledad Cabezon Ruiz, a Spanish representative from the Socialists and Democrats
(S&D); and Nicola Caputo, an Italian member of the S&D group.
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Keynote speech
Roberta Metsola, MEP
Group of the European People’s Party (Christian Democrats)
Maltese MEP Roberta Metsola who is also co-chair of the European
Parliament Interest Group on rheumatic and musculoskeletal diseases,
opened proceedings by expressing her
genuine interest in the issue of the

Roberta Metsola

“Pain is something we

Societal Impact of Pain (SIP). The MEP

need to treat as an illness,

set the scene for the meeting reminding delegates that

not only as a symptom.“

pain affected about 100 million citizens in Europe and
that it was a central element of people´s experiences in
many healthcare settings, whether as chronic primary

pain, post-operative pain, cancer pain, neuropathic pain or headache.
”Pain is something we need to treat as an illness, not only as a symptom.” she stated.
Metsola said the EU Directive on cross-border healthcare was “a unique opportunity to
ask for European action regarding pain measurement tools”.
She pointed to the importance of having common tools to measure the degree of pain in
healthcare settings, and called on the European Commission to provide guidance in this
regard. MEP Mestola will also put forward the issue to her government in view of Malta
taking over the reins of Presidency to the Council of the European Union for the first six
months of 2017.
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Keynote speech
Soledad Cabezon Ruiz, MEP
Group of the Progressive Alliance of Socialists
and Democrats in the European Parliament
MEP Soledad Cabezon Ruiz from the S&D Alliance and a cardiologist
in Spain by profession also highlighted
Soledad Cabezon Ruiz

the health, societal and economic

“Pain and chronic pain are

repercussions of pain, especially when it

issues that impact Euro-

becomes chronic.
She pointed out the importance of having quality
treatments, patient pathways, as well as quality

pean society. Pain patients
should be granted access
to healthcare services and

indicators. She also underlined how “chronic pain

treated in all countries

becomes more prevalent as society ages” and how

with the highest stan-

appropriate treatment was necessary to avoid people

dards. From the European

retiring earlier than expected.
MEP Cabezon explained that Spain was a pioneering
country in this regard, especially in her region, Andalusia,
where there was a longstanding tradition of policies and
practices to address pain.

Parliament we should
push for the proper
implementation of the
cross-border healthcare
Directive which already
states that pain should be

As an MEP, she expressed her commitment to ensure
an appropriate follow-up and evaluation of the
implementation of the cross-border healthcare Directive.
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a quality indicator.“

Keynote speech
Nicola Caputo, MEP
Group of the Progressive Alliance of Socialists
and Democrats in the European Parliament
Nicola Caputo, an Italian MEP from the S&D Group, went a bit further
compared to his colleagues, calling for EU member states to prioritise pain
in their healthcare services and improve pain management practices. “All
national healthcare systems” he remarked, “should use pain as a quality

Nicola Caputo

indicator for health assistance.”
He further touched upon the need to raise more awareness about pain prevention, diagnosis
and treatment, and for fostering research and training courses in all medical curricula.
Above all, he was disappointed that EU citizens were not guaranteed access to appropriate
pain treatment. “I regret that many opioid medications are the centre of inequalities,
although considered by the WHO as a pillar of pain
relief”, he said. MEP Caputo reinforced that differences
“All national healthcare

in legislation among member states in the use of opioids

systems should use pain

hindered the right of patients to receive the appropriate

as a quality indicator.“

treatment. In order to ensure better harmonisation, the
Italian MEP suggested creating a platform of healthcare
professionals to facilitate the exchange of information

and best practices, to undertake a review of the regulations for pain treatment and for
the Commission to develop a European strategy on pain.
He concluded by referring to the Italian law 38/2010, which is considered a “best practice”,
as it foresees a strategy for pain management, respecting the dignity of patients in offering
them an appropriate therapy.
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Setting the scene
Andreas Sandner-Kiesling
Dept. of Anaesthesiology and IntensiveCare
Medicine, Medical University of Graz
Bart Jan Morlion
EU-Liaison Officer and President Elect,
Andreas Sandner-Kiesling

Bart Morlion

European Pain Federation EFIC®
Alongside the three chairs were two co-chairs,

Bart Morlion, EU-Liaison Officer and President-Elect of the European Pain Federation EFIC®
and Andreas Sandner-Kiesling from the Department of Anaesthesiology and Intensive Care
Medicine at the Medical University of Graz, Austria.
It was clear from Morlion’s opening statement that, in preparation for SIP 2016, EFIC had been
actively engaging with pain specialists and MEPs, as well as holding constructive discussions
with the different institutions and Directorate Generals in Brussels. One of the main topics
under discussion had been pain as a quality indicator for
healthcare. Working Group 1’s objective was to reflect
some of the issues raised during the high-level talks earlier
in the year.
Bart Morlion’s gave a presentation on “Implementation
of Article 8.5 of the EU Directive 2011/24/ EU in the EU
member state”.

“Identifying policies that
address the societal and
economic impact of pain
needs to remain a priority
on the agenda of the EU
institutions and Member

He began by offering delegates some background

States.“

information about the Directive and stated that Article

Bart Morlion

8.5 identified “the degree of the patient´s pain” as one
of the indicators to be used to assess the right to crossborder healthcare. “Two questions arise to which we will try to reply today.” he continued.
“How do we measure the degree of a patient´s pain, and in what ways has the Directive
been implemented in the last five years?”
EFIC´s president-elect presented the results of a recent survey conducted by partners of
Active Citizenship Network (ACN), members of Pain Alliance Europe (PAE), EFIC chapters
and affiliates of Grünenthal. According to the responses from 23 countries that took
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part in the small survey, the cross-border healthcare Directive´s Article 8.5 had only been
adopted in Italy, France, Slovenia and Ireland (European Parliament and the Council,
2011) (Presidente della Republica, 2014) (LegiFrance,
2002) (Predsednik Republike Slovenije, 2008) (Ireland;
“It is highly necessary to

Stationery Office, 2014). Morlion reminded participants

create useful and precise

that “this means 68% of the countries surveyed reported

codes and to define good
quality indicators.“
Andreas Sandner-Kiesling

that the Directive had not been applied.”
France and Italy were the only two nations with a legal
framework in place referencing the degree of a patient´s
pain and including specific sections within hospital
medical records, where a patient´s suffering could be

recorded. Morlion was disappointed that, after five years, the Directive had still not been
fully implemented in all member states, especially as far as Article 8.5 was concerned.
However, he did make clear that this legislation was only focused on hospitals and was
not mandatory for all physicians, in general and/ or private practice. In conclusion, EFIC’s
president elect called on all stakeholders to identify ways to support the inclusion of pain
as a quality indicator in their national healthcare systems.
Has the Cross-Border Healthcare Directive’s Article 8(5) been adopted in
your country?

Follow	
  up	
  ques+on:	
  is	
  the	
  word	
  “pain”	
  men+oned”?	
  
Follow up question: is the word “pain” mentioned”?

missing,	
  
5,	
  18%	
  
yes,	
  4,	
  
14%	
  

no,	
  19,	
  
68%	
  

In	
  Italy	
  and	
  France	
  legisla:on	
  was	
  in	
  place	
  prior	
  to	
  the	
  EU	
  direc:ve	
  
referring	
  to	
  pain	
  	
  
• Italy:	
  Decreto	
  legisla:vo,	
  04/03/2014	
  n°	
  38,	
  (G.U.	
  21/03/2014).	
  	
  The	
  art.
9.5	
  of	
  this	
  Italian	
  law	
  translates	
  art.	
  8.5	
  of	
  the	
  Direc:ve	
  “the	
  degree	
  of	
  
the	
  pa:ent’s	
  pain”	
  talking	
  about	
  “intensità	
  del	
  dolore“	
  

The	
  word	
  “pain”	
  is	
  
men:oned	
  in	
  2	
  EU	
  
members	
  states	
  
legal	
  framework	
  
related	
  to	
  the	
  cross	
  
border	
  direc:ve.	
  
In	
  2	
  more	
  member	
  
states	
  ci:zens	
  can	
  
u:lize	
  the	
  rights	
  
related	
  to	
  pain	
  
based	
  on	
  exis:ng	
  
legisla:on	
  

• France:	
  Loi	
  n°2002-‐303	
  du	
  4	
  mars	
  2002	
  -‐	
  art.	
  3	
  JORF	
  5	
  mars	
  2002	
  
	
  
In	
  Ireland	
  and	
  Slovenija	
  the	
  law	
  was	
  adapted	
  men:oning	
  pain	
  
• Ireland:	
  the	
  2014	
  implemented	
  legisla:on	
  on	
  the	
  CBHD	
  explicitly	
  refers	
  
to	
  pain	
  (§5.6)	
  
• Slovenia:	
  455.	
  Pa:ents	
  Rights	
  Act	
  (	
  PACPA	
  )	
  Page	
  1045th	
  ;	
  Art.	
  17,	
  refers	
  
to	
  Pain	
  

France: Presidente della Republica, 2014; Italy: LegiFrance, 2002; Slovenia: Predsednik Republike Slovenije,
2008; Ireland: Ireland; Stationery Office, 2014
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Implementation of the
Cross-Border Healthcare
Directive and European
Reference Networks
Tapani Piha
DG SANTE, European Commission

Tapani Piha

Mr Piha described the Directive as “the most significant and wide-ranging
European health legislation in a generation”. He told delegates that it gave patients the
right to choose cross-border care providers and treatments, it improved transparency
about patients’ rights, treatment options and the quality and safety of care. Piha went on
to describe how it also enhanced cooperation among member states through mechanisms,
such as the recognition of prescriptions, Health Technology Assessments, eHealth services,
European Reference Networks and cross-border healthcare in border regions. “Thanks to
the Directive,” he continued, “European patients have the right to both emergency care
and, under certain conditions, planned care in a member state that is not their home
country”. Patients would be covered by their national
social security scheme - as a main rule - without prior
authorisation and without discrimination between public

“Pain is a health problem

and private structures. The Head of Unit for cross-border

that is often underrated

healthcare and eHealth described how the Commission

while it hampers many

and member states were continuing to work on the

lives and causes large

implementation of the Directive, but that there were still

economic losses. A true

a couple of stumbling blocks. Presenting results from the
2015 Commission report on the status of the Directive,

public health challenge.“

Piha pointed out two major issues that needed to be
addressed, namely the Prior Authorisation (PA) system mechanism, which still differed
from country to country, and the lack of information about the Directive among the
general public. When asked in a survey to what extent patients thought they had sufficient
information about the healthcare they had the right to be reimbursed for only an average
49% of respondents across the EU´s 28 nations felt they were “well informed”.
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Piha made clear that Article 8.5 indicated that national social security systems could not
refuse reimbursement of medical care abroad if there were objective medical criteria
that justified the treatment. “What is important here,” he stated, “is that among these
objective medical criteria, pain is mentioned alongside the medical condition, the history,
the probable cause of illness, and the nature of the disability”. For Piha, the importance
of Article 8.5 justified the working group spending the afternoon discussing whether and
how pain should be measured.
European Reference Networks (ERNs), one of the mechanisms set up by the Directive, was
also discussed. ERNs are networks of at least 10 clinical entities in at least eight countries,
set up to pool expertise in areas where there is a medical need, such as rare diseases.
eHealth is meant to be the enabling factor to make the ERNs happen. The first call for
networks will be launched in March 2017. Piha stated there was no network foreseen for
pain at the moment, but should there be an interest to create one, European cooperation
should be initiated as soon as possible, to see if the criteria in the Directive can be met
and in order to be ready to apply once the next round of “Call for Applications” was
announced.

Information to patients
Overall, to what extent do you think that you are well informed about what
healthcare you have the right to get reimbursed for...?-% Total ‘Well informed’
90%
80%

In (our country)
In another EU country

79%
75%
72%

70%

69%

68%

67%
62%

60%

56%

54%
51%

50%
40%
30%

50%

49%
47%

36%

36%

35%

46%

44%

43%

42%

41%

40%

40%

38%

38%

37%

34%

36%

35%
31%

30%
27%

27%

26%
21%

20%

26%

24%

20%

19%
15%

10%

51%

16%

37%
14%

14%

15%

16%

16%

17%

15%

14%
11%

9%

17%

8%

12%

11%
8%

0%
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Best practice in pain policy:
law 38/2010
Marco Spizzichino
Ministry of Health, Italy
Marco Spizzichino presented a best practice in Europe in terms of pain
Marco Spizzichino

therapy policy - the Italian law 38/2010 on provisions to guarantee access
to palliative care and pain therapy. This law defines the pain care network
in the country, the medical professionals dedicated to pain therapy, as well

as university master curricula on the topic (Ministero della Salute, 2010).The law foresees
that the patient´s medical records include indications of the pain felt, its evolution during
hospitalisation, as well as the therapy used. It also simplifies the procedures to access
medicines for pain treatment, including opioids.
But Mr. Spizzichino pointed out there was still work to be done as certain elements of
the law had not yet been implemented. For example, there was an ongoing lack of basic
education on pain therapy among professionals and the public´s awareness of the law
and their rights was poor. In a survey of 745 hospital
“It is imperative to ensure

patients in 2014, where 44% of those asked suffered
from chronic pain, only 13% were aware of Law 38.

access to pain therapy to

When the same question was put to 345 pharmacy

reduce existing health

users, where more than half had chronic pain, 18% were

inequalities between

aware of the law. The Italian Health Ministry has been

regions and safeguard the

working hand in hand with the Italian branch of Active

right to health.“

Citizenship Network (Cittadinanzattiva) to increase
awareness among the general public. The “Decalogue
against Pain”, a 10-point commitment to improve the

quality of life of people with pain, has been presented to the United Nations and the
Vatican (Fanelli, et al., 2016).
Mr. Spizzichino finally recalled the work done on pain therapy and palliative care during
the Italian Presidency to the Council of the EU in 2014 (Presidency of the Council of the
EU, 2014). During this period, the Italian Ministry of Health proposed the creation of a
European network to improve information, education and exchange of best practices in
pain therapy, and the implementation of European awareness raising activities.
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The Decalogue against pain

1.

I am a doctor and respect the Hippocratic Oath

2.

I have to treat pain

3.

I must take care of the suffering that
comes from pain

4.

I have to work for the welfare of the
person

5.

I have to consider essential the quality
of care

6.

I have to commit myself to ensure that
access to care to all people wherever
they born and live is guaranteed

7.

I have to avoid inequalities and treat
all people , regardless of age, gender,
ethnicity and religion

8.

I have to base treatment decisions on
the respect of the will of the person
and in defence of human dignity

9.

I have to share and promote the knowledge on pain care

10. This is my commitment to improving
the quality of life of people with pain
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Can we use pain as a quality
indicator for healthcare?
Rolf-Detlef Treede
International Association for the Study of Pain (IASP)
Rolf-Detlef Treede ´s presentation looked at pain as a quality indicator for
Rolf-Detlef Treede

healthcare systems. He described how IASP has been working with the
WHO on the inclusion of pain in the International Classification of Diseases
(ICD) and more importantly on ICD11, which will be launched in October

2016 (Treede, et al., 2015). ICD11 includes several aspects of pain severity, namely the
pain intensity, the pain-related distress and the pain-related functioning or disability.
Once these factors have been included, chronic pain can then be evaluated in relation
to how a patient functions on a day-to-day basis. In ICD11, chronic pain is classified as
chronic primary pain. This might include Fibromyalgia Syndrome (FMS) and Irritable Bowel
Syndrome (IBS), or as a co-diagnosis, for example with cancer or neuropathic pain.
Treede explained the purpose of the existing tools that use pain as a quality indicator to
measure the health state of a patient. EQ5D is a descriptive system which includes pain as
one of its five indicators. (The other four are mobility, self-care, usual activities and anxiety/
depression.) Likewise, the International Classification
of Functioning, Disability and Health (ICF) includes the
“Outcome indicators

“Sensation of pain” as one of seven body functions to

would measure, for

indicate a patient´s medical condition (WHO, 2001).

example, the pain itself,
the pain management,
and the integration of the

In order to translate pain as a quality indicator to the
healthcare system, Treede proposed looking at the type
of indicators, be they structural, process or outcome

pain dimension into the

indicators. The IASP president focused on the importance

quality of life, including

of outcome indicators “They would measure, for

capability to work.“

example, the pain itself, the pain management, and the
integration of the pain dimension into the quality of life,
including capability to work” he said. Treede proposed

working group participants reflect on the identification of more quality indicators.
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How can we use quality
indicators in pain management?
Winfried Meissner
Jena University Hospital, Germany
Winfried Meissner , commenting on the usefulness of quality indicators in
the field of acute pain, rather than chronic pain, agreed wholeheartedly
with the previous speaker, Rolf-Detlef Treede, that while structure and
process indicators were the most common to measure, “outcome indicators

Winfried Meissner

remain the gold standard”, he announced, “the ultimate validators of the
effectiveness and quality of medical care”.
Meissner suggested that the PAIN OUT (Improvement in postoperative PAIN OUTcome)
registry project, that he coordinates at a European level, might help support the
development of recommendations in terms of quality
indicators (Meissner, 2016). The registry already provides
“Outcome indicators

benchmarks for hospitals and could easily identify best

remain the gold standard,

practices, also in terms of indicators. Meissner shared the

the ultimate validators of
the effectiveness and the
quality of medical care.“

most significant quality indicators identified by the PAIN
OUT project. The “key structure indicator” involves the
existence of Acute Pain Services (APS). This is a team of
consultants, nursing specialists and pharmacists set up to
provide advice on all acute pain problems. The “process
indicator” reflects the level of patient involvement and

information, while the “key outcome indicators” describe pain intensity, side effects and,
most of all, functional interference.
According to Meissner, the description for the latter indicator (functional interference)
identified by the PAIN OUT team should be considered a potential candidate to become a
generic outcome quality indicator for pain.
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Hospitals and the right to avoid
unnecessary pain and suffering
Rosapaola Metastasio
Civic Evaluation Agency, Cittadinanzattiva, Italy
Rosapaola Metastasio presented the project “In dolore” (meaning: “in
Rosapaola Metastasio

pain”), a survey conducted by Cittadinanzattiva, the Italian non-profit
and consumer organisation with the aim of promoting civic participation
and citizens” rights (Cittadinanzattiva, 2014). Active Citizenship Network

(ACN) is the European branch of Cittadinanzattiva. The project was supported by
Grünenthal and promoted by the Italian Tribunal for Patient´s Rights (TDM).
“In dolore” set out to collect objective data to monitor how closely hospitals paid
attention to their responsibility to avoid pain and unnecessary suffering of their patients.
Its final aim was to improve the quality of pain care in Italy. In order to be as transparent as
possible, the results have been published on a dedicated website. Each hospital analysed
has been appointed its own profile page so that Italians can make an informed decision
about where they will get the best care. The survey
“Reliable information on

comprised of a series of interviews, based on a checklist
and short questionnaires.

protection of patients’
rights with regard to at-

The project´s results showed that, among the areas

tention to pain is essential

investigated, hospitals had to improve in-house training

nowadays.“

for staff and refresher courses for doctors and nurses, as
well as for management. Only in 22% of the monitored
hospitals had the entire staff (physicians and nurses)

received specific training for pain treatment of the elderly. The wards that scored below
average for pain care were orthopaedic surgery, general or internal medicine, and
emergency room care. Moreover, the project also showed that very few patients were
aware of their rights.
Mrs. Metastasio put forward political proposals to address the gaps identified by the
project. They included the need to strengthen information and awareness-raising
initiatives, ensure the protection of patients’ rights (with specific attention to the
elderly and children), encourage the use of innovative solutions and new management
procedures, and facilitate the transition from hospital to a patient´s home.
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Main results: critical areas and wards
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Mutual Benefit Societies & pain
Menno Aarnout
Association International de la Mutualité (AIM)
While presenting the work of AIM, the International Association of Mutual
Benefit Societies, Menno Aarnout focused on the organisation’s stance on
access to pharmaceutical care, in particular on Research & Development
(R&D), the cost of drugs and market access.

Menno Aarnout

He underlined the importance of concentrating R&D efforts where there
was a clear medical need and understanding of the costs when used to evaluate better
the price of new products. “AIM is not against speeding up the market access process.”
he said, “provided there is a better focus on quality”.
AIM also believes that the role of Health Technology Assessments should be improved,
and there should be more transparency on the costs of R&D, clinical data, including
open access to those data, and the price of medicines. “There is a need for an in-depth
discussion about what is a fair price for drugs”, he argued.
Moving on to the topic of quality of healthcare, Aarnout admitted that the role of
payers was becoming more prominent, mainly due to
tighter budgets and the ageing trends. “In relation
“Health budget cuts,

to sustainability of systems,” he said, “prevention is

increasing costs of treat-

becoming more and more important”. Aarnout seemed

ment and ageing popula-

convinced there was an increasing interest from payers

tions make it more and
more important to make
wise decisions about how

to know what others were doing on this matter. “Longterm sustainability of healthcare systems is a responsibility
for all players.” he told delegates.

to organise our healthcare

In relation to the cross-border healthcare Directive,

systems and which treat-

Aarnout referred to some striking data on the differences

ments to reimburse.“

in use of medicines in Europe, such as antibiotics,
sleeping pills and morphine. “These figures,” he said,
“could be used to launch a discussion at European level

on the quality of the healthcare systems”
In conclusion, Aarnout made a political consideration, arguing that the implementation of
the Directive in the current European political atmosphere would be a much more difficult
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one compared to 2011, when the Directive was adopted, as nowadays, member states
were “much more reluctant to have the European Commission interfering with national
healthcare systems compared to some years ago”.

Difference in quality of pharmaceutical care
European consumption of morphine, 2006
Mg/capita
180
160
140
120
100
80
60
EURO mean, 12.5917 mg
Global mean, 5.9847 mg
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Pain & Policy Studies Group / WHO Collaborating Center, 2016
In case source data are required see: https://ppsg-chart.medicine.wisc.edu/
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The role of pain as indicator
in hospital accreditation
Guy Hans
Antwerp University Hospital (UZA), Belgium
Guy Hans explained hospital accreditation mechanisms in Belgium, which
require standardised protocols for the assessment and re-assessment of

Guy Hans

pain. Although all major accreditation institutions considered pain as the
fifth vital sign, the implementation of the assessment and re-assessment
results was complicated, as only one general assessment tool was in use. Hans made
clear that as society was made up of different types of population, “a series of specialised
assessment tools would be required for pain”. In
particular, “re-assessment of pain is still not considered
a normal activity in hospitals.” he continued, “That´s
why it is so important to train doctors and nurses on the
morbidity and mortality of pain.” Hans also expressed

“Re-assessment of pain is
still not considered a normal activity in hospitals.“

the importance of empowering patients. “We need to
teach them that if the pain is not re-assessed by medical staff, they should stress the
presence of major pain symptoms anyway.”
He continued, describing the existing differences in approach between national financing
rules and international accreditation rules. In Belgium, hospital accreditation institutions
require the assessment and re-assessment of pain on a regular basis, but hospital financing
rules penalised hospitals when pain was re-assessed three times a day.
According to Hans, government agencies should invest in protocols and guidelines for pain
therapy and implement care pathways for pain assessment in hospitals, such as electronic
patient records and technical modalities for pain assessment.
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Health indicators in practice
Leonie Mallman
Bundesverband privater Anbieter sozialer Dienste e.V. (BPA), Germany
Leonie Mallman presented a new BPA study released in 2015. The Federal
Association of Private Social Service Providers (BPA) represents over 900 care
facilities in Germany and cares for nearly half a million patients. The study
showed how prominent the issue of pain was in home care. More than half
of BPA´s patients suffer from pain. Moreover, it pointed to the problem of

Leonie Mallman

the quantity of drugs prescribed and the issue of compliance that comes
with it. Patients in the care facilities were prescribed about eight medications per day of,
on average, 29 substances. Sometimes staff managed to reduce these numbers thanks to
non-pharmacological medications.
Mallman stated that the biggest challenge was to have the right instruments for a
personalised care programme. She described how care facilities were subject to quality
inspections by the insurance providers, based on government-approved standards, including
expert-standards on chronic and acute pain. These standards were basic guidelines for
action. They included pain scales for patients that could verbally communicate, but also
for patients with cognitive restrictions. In the latter case,
the level of pain was measured by observing the patient,

“The objective is for the

which could be time-consuming.

“pain agents” to help
training

improve the awareness of

programmes for nurses to become “pain agents”.

pain management within

The course components included pain management,

the care facility, especially

Mallman

explained

how

BPA

offered

communication, legal regulation, assessment and
documentary methods. The learning programme

for dementia patients.“

especially focused on patients with cognitive impairments,
and they also provided instructions on how to communicate with family members. “The
objective for the “pain agents” is to improve the awareness of pain management within
the care facility, especially for dementia patients.” she said. However, this training was
not subsidised.
Mallman put forward some policy asks, namely for pain to be recognised as an independent
disease. She also suggested allocating time quotas for nurses to be able to undertake
appropriate pain management, including non-pharmacological interventions, as well as
ensuring more interdisciplinary cooperation. Mallman closed her presentation pointing to
the lack of trained staff in nursing facilities in Germany, which, she concluded, “hampered
patients having equal access to pain treatment and therapy”.
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Working Group 1
Closing remarks
Following the presentations, the floor was handed back to the three chairs. Summing up,
MEP Nicola Caputo acknowledged that the EU still had a lot to learn in terms of provision
of national healthcare services. However, he reassured delegates that the Cross-Border
Healthcare Directive gave a chance to ask the European Commission to support mandatory
pain management measurement tools, as well as training programmes. Led by the working
group co-chair, Bart Morlion, the attendees agreed on a set of policy recommendations
to the European Commission and national governments to ensure full implementation of
the Directive and that the rights of European patients were upheld.
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Working Group 1
in a Nutshell
“Pain is something we need to treat as an illness, not only as a symptom.”
Roberta Metsola MEP
“Chronic pain becomes more prevalent as society ages.”
Soledad Cabezon Ruiz MEP
“All national healthcare systems should use pain as a quality indicator for health
assistance.”
Nicola Caputo MEP
“I regret that many opioid medications are the centre of inequalities, although
considered by the WHO as a pillar of pain relief.”
Nicola Caputo MEP
“What is important (with Article 8.5) is that among these objective medical criteria,
pain is mentioned alongside the medical condition, the history, the probable cause
of illness, and the nature of the disability.”
Tapani Piha, DG SANTE
“It is imperative to ensure access to pain therapy to reduce existing health
inequalities between regions and safeguard the right to health.”
Marco Spizzichino, Ministry of Health, Italy
“Indicators would measure, for example, the pain itself, the pain management,
and the integration of the pain dimension into the quality of life, including
capability to work.”
Rolf-Detlef Treede, IASP
“Outcome indicators remain the gold standard, the ultimate validators of the
effectiveness and quality of medical care.”
Winfried Meissner, Jena University Hospital
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PAIN AS A QUALITY
INDICATOR FOR HEALTHCARE

“Long-term sustainability of healthcare systems is a responsibility for all players.”
Menno Aarnout, Association International de la Mutualité (AIM)

DID YOU KNOW?

“Re-assessment of pain is still not considered a normal activity in hospitals.”

Acute andUniversity
chronic pain
cause
untold damage for millions of people worldwide and tears at
Guy Hans, Antwerp
Hospital
(UZA)

social fabric of our culture. Yet, to date there are no comprehensive pan-European figures o
pain on society. i

“We need to teach (patients) that if the pain is not re-assessed by medical staff,

Although several studies exist on pain levels in some EU member states, a quality benchma

they should
stress
theIndicators
presence(ECHI)
of major
painissymptoms
anyway.”
Core
Health
on pain
not available
for consumers and patients. ii
Guy Hans, Antwerp University Hospital (UZA)

The Cross-Border Healthcare Directive’s Article 8(5) points out pain level as a key element
receive healthcare abroad. iii

“The objective is for the “pain agents” to help improve the awareness of pain
management
within the care THE
facility,QUALITY
especially for OF
dementia
patients.”
MEASURING
HEALTHCARE

SERVICES I
PAIN CARE IS FUNDAMENTAL TO OVERALL PATIENT CAR

Leonie Mallman, Bundesverband privater Anbieter sozialer Dienste e.V. (BPA)

WE NEED...
ACCURATE DATA ON
PAIN IN INDIVIDUALS

Evaluating
managemen
depends on
pain in i
prevalence
Therefore,
institutional
services in p
criteria
on
medical- an

EU-WIDE COMPARABLE,
CROSS BORDER DATA

OUTCOME AND QUALITY
CRITERIA ON PAIN SERVICES

Because pa
the patient
healthcare s
care can be
of the gener
system.

SIP CALLS ON EUROPEAN GOVERNMENTS AND THE EU INS

RAISE AWARENESS

ESTABLISH AN EU PLATFORM

of the importance of prevention,
diagnosis and management of
chronic pain amongst all healthcare
professionals, notably through
further education.

for the exchange, comparison and
benchmarking of best practices
between member states on pain
management and its impact on
society.

USE TH

to monitor tre
services, and
guidelines to h
of pain mana
quality of lif

i Ceri Phillips, Chris Main, Rhiannon Buck, Mansel Aylward, Gwenllian Wynne-Jones, Angela Farr. Prioritising pain in pol
systems perspective, Health Policy 88 (2008) 166–175.
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ii Directorate-General for Health and Food Safety, ECHI Data Tool, available here: http://ec.europa.eu/health/indicators/

Working Group 1
Pain as a quality indicator for healthcare

Working Group 1
Policy recommendations
1. The European Commission should investigate the implementation of Article 8 paragraph
5 of Directive 2011/24/EU to assess whether patients are able to access treatment based
on the “the degree of pain” experienced.
2. 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, by using quality indicators on pain management to facilitate the sharing of best
practice (Presidency of the Council of the EU, 2014).
3. If not already done, national governments should review their national legislation
implementing Article 8 paragraph 5 of Directive 2011/24/EU to ensure it fully meets
their commitments under EU law.
4. National governments should make the organisational changes required to ensure that
patients are granted their rights in full, including establishing quality indicators to set
criteria for granting access to cross-border healthcare.
5. National governments should establish an official committee, including the involvement
of civil society organisations, to assess the state of implementation of Directive 2011/24/
EU in their member state.
6. National governments should prioritise pain care within basic medical training, the
education of nurses, and all healthcare providers
7. The European Commission and national governments should initiate pan-European
and national patient education programmes and information campaigns in order to
create public awareness of the short- and long-term consequences of undertreated
pain symptoms during hospital stay, reduce the stigma and increase self-management.
8. National governments should establish programmes through which hospitals can
acquire technical modalities, including eHealth solutions, to facilitate the assessment
and re-assessment of pain in hospitalised and ambulatory patients.
9. The European Commission and national governments should set clear a framework
on how to promote the assessment of pain, how to facilitate the creation of national
and pan-European data registries and hence the exchange of experiences and creation
of international guidelines.
10. National governments should establish strategies on the implementation of recording
of pain assessment while dedicating sufficient financing to the modalities required by
hospitals and healthcare institutions for this purpose, and should ensure that health
records, including electronic health records pay due regard to pain.
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Societal Impact of Pain (SIP) 2016
Brussels, Belgium
23 - 24 May, 2016
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Societal Impact of Pain (SIP) 2016
Brussels, Belgium
23 - 24 May, 2016

Working Group 2
Chronic Pain:
a disease or symptom?
Context
Chronic pain represents a challenge for individuals and systems across Europe, in particular
for patients, healthcare providers and policy makers. This is partly because chronic pain
is so common and has such a negative impact at the societal level, but also because the
underlying complex disease mechanisms require individualised management and holistic
treatment.
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Societal Impact of Pain (SIP) 2016
Brussels, Belgium
23 - 24 May, 2016

Unfortunately throughout the EU, chronic pain patients report insufficient
pain control and dissatisfaction with treatments (Breivik, et al., 2006).
Chronic pain is often not only under-diagnosed but also under-, over- or
just wrongly-treated (Dietl & Korczak, 2011). In some indications, elderly
persons get less access to pain treatment than the general population as
chronic pain is often overlooked by health professionals (Booker, et al.,
2016) (WHO, 2015).
Besides the lack of dedicated policies and budgets, one of the factors
contributing to inadequate pain treatment for persons in pain is the often
inadequate medical training in pain management (Pergolizzi, et al., 2013).
In this light it does not come as a surprise that international experts
call for strategic prioritisation and co-ordinated actions to address the
unacceptable and unnecessary burden of uncontrolled chronic pain that

Nicola Bedlington
Secretary General
Europan Patients' Forum
(EPF)

plagues European communities and economies (Breivik,
et al., 2013). Chronic pain can be seen as a disease in
its own right in carefully described circumstances, for

“Patients with chronic

example, when its causes cannot be fought (chronic

conditions are often

neuropathic pain), when pain represents the sole, or by

referred to as the most

far the most important, origin of the patient’s suffering

under-used resource in

and disability. There are several conditions within the

the health system. Too

range of rheumatic and musculoskeletal diseases where

many patients are still

this would also be true, such as fibromyalgia. For people
living with these painful conditions, the issue is not
which medical specialty treats them, it is the impact

struggling to get the support they need to become

of the pain on their lives, as people and citizens, that

equal partners in care.

matters most.

To make real progress,
patient empowerment

In 2001, the European Pain Federation EFIC® published

needs to become a

a declaration stating: “Pain is a major health problem,

priority.“

a disease in its own right” (EFIC, 2001). In 2012, via a
Parliamentary Question, the Health Minister for England

answered:” The Department (of Health) recognises chronic pain as a long-term condition,
either in its own right or as a component of other long-term conditions” (Chronic Pain
Policy Coalition (CPPC), 2012) (UK Department of Health, 2012). Experts have called to
change policies for budgetary and resource allocation in pain care from a biomedical
model, dealing with pain as a symptom, to a biopsychosocial model, taking into account
the biological, psychological and social factors affecting the societal impact of pain
(Vandenbroeck, et al., 2016) (Behrendt, et al., 2016).
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Introduction
Reporter: Paloma Temino de Dios
On 23 May at the 2016 Societal Impact of Pain (SIP) symposium, a working group met under
the auspices of “Chronic Pain: a disease or symptom?”. Participants discussed whether
pain that becomes chronic should be considered a disease on its own or a symptom of
other diseases.
Participants made their point clear that chronic pain could be seen as a disease in its own
right in carefully described circumstances, for example, when its causes could not be fought
and it had no diagnosed cure. At the end of the four-hour seminar, participants presented
a number of promising national and European level actions that should be used as best
practices. The group, which was the largest of all four working groups attending SIP 2016,
closed the session formulating 10 call to action policy recommendations.
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Keynote speech
Marian Harkin, MEP
Group of the Alliance of Liberals and Democrats for Europe
Marian Harkin MEP, who is a long-standing supporter of SIP, moderated
the discussion on whether chronic pain should be seen as a symptom or
a disease.
Harkin emphasised the impact of stigma on patients and that “it is important

Marian Harkin

to tackle the lack of trust on the patient´s pain, which is a result of the
lack of understanding from society”. The MEP made a point of stressing the work already
done in some member states to address chronic pain
and described a number of actions taken at EU level as

“Chronic pain can have a

promising: the past discussions of the Italian presidencies

significant impact on pa-

on the establishment of a network on palliative care;

tients individually as well

the upcoming Commission’s communication on better

as on our health systems

prevention and management of chronic diseases; and

and societies.“

the consultation on the Third Health Programme, as
well as the priority of the Council Presidency “Trio” to
improve the health of the EU population by fighting non-

communicable diseases. As the Vice-chair of the disability group, MEP Harkin confirmed
her commitment to raise awareness of the impact of chronic pain at EU level.
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Monitoring health systems:
What does the European
Commission need for pain
policy?
Christoph Schwierz
Christoph Schwierz

European Commission, DG ECFIN
Christoph Schwierz, policy analyst for the sustainability of public finances

within the Commission´s Directorate General for Economics and Financial Affairs (DG
ECFIN), presented the Commission´s work on the challenges facing public finances, which
includes the monitoring of health systems. The policy analyst also shared recommendations
on how to build the case for the creation of pain policy at EU level. Christoph Schwierz
introduced the challenges for fiscal sustainability represented by the financial crisis,
demographic change in combination with low projections of GDP growth rates and the
cost of pensions and residual costs.
He analysed the breakdown of public health expenditure growth in the EU by growth
component, 1985-2010. He continued by explaining
that the demographic composition play a minor role in
driving up the total public health expenditure and the

“Pain is negatively associ-

past trends in expenditure are mainly driven by non-

ated with health status,

demographic factors. “The rise in per capita income

labour force participation

explains about 59% of the total increase in expenditure,”

and has an impact on the

he explained, “price effects dampened expenditure by

costs of care.“

18%, demographic composition effects accounted for
an increase of just 7%, while residual effects account

for around 52%.” The importance of residual cost is largely due to omitted variables,
such as technologic innovations in the medical field and policy regulations (European
Commission - DG ECFIN, 2015).
Mr Schwierz described how the Commission is monitoring the consequences of an
ageing population, the increase in life expectancy in “the unhealthy years”, and the
steep increase in public expenses. According to the Commission official, the Commission
seems optimistic it has its debt levels under control, although a return to buoyant public
finances may take some time. He noted that “the Commission is eager to look into ways
to increase the amount of healthy and productive years”. However, it was recognised that
the Commission lacked awareness of the economic impact of pain.
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Cost effectiveness was the key recommendation with regards to improving health policy.
Christoph Schwierz shared some factors to take into consideration when designing pain
policy. “Focus on building a case for cost-efficiency.” he explained, “Make comparable
data available, share estimates of the cost of pain and give a clear direction of what
the Commission should be a forum for” By this he meant data, best practices or policy
development.
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European Pain Federation EFIC®
position on the debate on “pain
as a disease in its own right”
Thomas R. Tölle
European Pain Federation EFIC®, Germany
Thomas Tölle was clear about EFIC´s definition of chronic pain: “While

Thomas R. Tölle

acute pain is a symptom, chronic and recurrent pain is a disease itself. Pain
is not a fantasy, but it is a change in the

brain”. Tölle was a convincing spokesperson for EFIC as he
launched into a detailed description of the consequences

“Chronic pain should be

of long-term pain problems, which included immobility

regarded as a disease in

and consequent muscle wastage, depression of the

its own right.“

immune system and increased susceptibility to disease.
Pain sufferers could also be affected by disturbed sleep,
poor appetite and nutrition, dependence on medication and over-dependence on family
and other caregivers.

Pain as a disease

Thomas Tölle´s presentation highlighted the
challenges caused by pain, as well as showing
the physical changes that occur in the brain
as the pain becomes chronic. He closed his
presentation by reinforcing EFIC´s position on
the treatment of chronic pain (EFIC, 2001).
Looking ahead, he called for a clear and welldesigned European policy and legal framework
for pain, a continuation of awareness-raising
activities and strong advocacy, “Only then
will the Commission grasp the full extent of
the social and economic impact of pain” he
claimed,” as well as extending the search to
deliver new approaches on how best to manage
pain”.
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P in GP stands for Pain
Giuliano Piccoliori
Italian Society of General Medicine (SIMG), Italy
Giuliano Piccoliori used the results of two Italian studies to present data on
chronic pain prevalence, gender recurrence, pain and associated conditions.
The first of those studies was conducted by Italian Pain Research (IPSE) in
14 of the country´s 20 regions. 95% of general practitioners (GPs) gathered
data from 137,000 patients (Piccoliori, et al., 2009). The second, smaller

Giuliano Piccoliori

study was limited to a rural region in the north of Italy and focused on
low back pain in general practices. Here, 25 GPs registered the results of 43,000 patients
(Piccoliori, et al., 2013).
These two studies served as the basis to draw the following conclusions: for the most part
general practitioners were not trained to explore the various components of pain; additional
analgesics were not correctly prescribed and opioids were
prescribed in an insufficient amount.
“Chronic pain over the
time badly damages the

With these disappointing conclusions in mind, Giuliano

life of the patient. Being

Piccoliori went on to describe some best practice

“a person’s illness” it is of
pertinence to the general
practitioner, who is used

scenarios, which have come about as a result of Italian
Law 38/2010 (Ministero della Salute, 2010). Networks of
pain therapy have been formed. Specialist care centres
act as central hubs, while outpatients’ pain surgeries

to a holistic approach to

and general practices have become peripheral satellites

the patient and to his

feeding into the central hub.

problems.“
In conclusion, Piccoliori emphasised that the goal should
be to educate and train general practitioners in the
evaluation and assessment of chronic pain patients, as this would lead to better treatment
for individual patients and GPs would recognise sooner when a referral to a pain specialist
was needed.
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European Charter of the
Rights of Citizens over 65
with Chronic Pain
José de Andrés
European Society of Regional Anaesthesia (ESRA)
José de Andrés began by describing two key elements missing across

José de Andrés

Europe for the treatment of pain. The first of those was the lack of
awareness of specialised pain management and the other was the non-

existence of multidisciplinary care pathways for patients. The professor of anaesthesia
also stressed there had been a missed opportunity to harness the cross-border healthcare
Directive´s provision to create a European network of hospitals for the treatment of chronic
pain. De Andrés stated, “There is no guaranteed access to health care and continuity of
care in all EU countries, something we see in the hospitals in Spain”.
De Andrés analysed the possibility of identifying chronic pain as a cause of disability and
the fifth “vital sign” among the elderly. He also emphasised that too little funding within
the EU´s research programmes was dedicated to pain. According to De Andrés, education
was the most important issue for pain care. The general population needed to be better
informed and, in particular, more should be done to
ensure physicians learn about pain early in their careers.
“There is a need to apply a common binding

De Andrés presented the existing European Framework

goal across the European

for the treatment and management of pain among

Union.“

people over the age of 65. The European Charter on the
Rights of Citizens, published in 2002, clearly set out a list
of rights for people over the age of 65 who suffered from

chronic pain (ACN, 2002). “This is not enough!” he stated and referred to the “European
charter of the rights of citizens over 65 with chronic pain” (Federanziani, SIHA, Age, PAE,
2015). “There is a need to apply a common binding goal across the European Union”.
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Strategy for Addressing
Chronicity in the Spanish
National Health System
Paloma Casado
Ministry of Health, Spain
Paloma Casado presented Spain´s national strategy to address chronicity.

Paloma Casado

Spain has developed an integrated approach and designed a framework
document to improve pain management, which is being replicated and

implemented at the regional level (Ministerio De Sanidad, Servicios Sociales E Igualdad,
2012). The framework document developed common
objectives and strategic goals focusing on the prevention
and assessment of pain.

“Pain is a priority health
problem because of its

Casado stressed the importance of identifying best

frequency, its impact on a

practices and replicating models. In Spain, “pain is a

person’s quality of life, its

prioritised health problem because of its frequency, its

high societal and econom-

impact on quality of life and the high socio-economic

ic impact, so that a whole

burden it represents”, she told the working group

biopsychosocial approach

participants.

is required.”

Casado shared some tools used at the national and
regional level such as population stratification, which identifies the needs of different
groups and then orients the appropriate healthcare system towards that need. Additionally,
the Spanish Ministry of Health has developed a chronic disease management tool that
helps doctors, nurses, social workers and hospital management in decision making and
sharing information. In this tool, there were elements that detected and identified the
correct diagnosis and assessed the pain.
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Chronic diseases management
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National Plans for Pain Control
– Portuguese examples
José Romao
Commission of the Portuguese National Strategic Plan for Prevention and
Pain Control, Portugal
José Romao described the four milestones in the design of Portugal´s policy

José Romao

framework. The process began in 1999 when the Directorate General for
Health established a working group dedicated to pain. This work resulted
in the recognition of a National Day against pain and the
development of the first National Strategic Plan to fight
pain (Direcção-Geral da Saúde, Portugal, 2001). During

“I strongly believe that

the next four years, Portugal passed a law that declared

the creation and imple-

pain to be the fifth “vital sign” (Direcção-Geral da Saúde,

mentation of a strat-

Portugal, 2003). In that same year, the Portuguese Medical

egy for pain control at

Association promoted and recognised the specialisation
of pain physicians. In 2008, the national pain observatory
concluded a population-based nationwide study on the

a national level – brings
together all stakeholders -

prevalence, characteristics and associated disability of

is essential to change the

chronic pain in Portugal. This study informed the renewal

state of the art of pain

of the national programme for pain management 2008-

control.“

2012 (Lopes & Diniz, 2010). This project aimed to tackle
the prevalence of non-managed pain in the Portuguese
population, improve the quality of life of patients living with pain and rationalise resources
and control the costs necessary for the management of pain.
Today, Portugal has in place a new National Strategic Plan for Prevention and Pain
Control 2014-2020. The country´s fourth national plan focuses on pain in childhood and
adolescence and chronic pain units have been established in the hope of improving the
interaction with the primary care system.
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The way to pain policy: From
bottom up to top down
(The Austrian way?)
Wolfgang Jaksch
Austrian Pain Society, Austria
Wolfgang Jaksch presented data on the incidence of chronic diseases,
chronic back and neck pain and chronic headache in Austria.

Wolfgang Jaksch

The President of the Austrian Pain Society discussed the definition of pain as a disease and
stated his optimism over the new classification of pain under the 11th revision of the World
Health Organisation´s (WHO) International Classification of Diseases (ICD) framework. I´m
sure we will have a better chance in ICD 11”.
In addition, Jaksch mentioned health insurer Barmer GEK´s recent report from February
2016, which defined chronic pain as “the feeling of pain associated with physical,
psychological and social impairments that would describe a chronic pain disorder as a
disease in its own right” (Barmer GEK, 2016). He also
described the difficulties experienced trying to engage
“It is now time for health

policy makers with Austrian data. He told the working

policy to turn the bottom-

group that the best strategy was to stress that these

up approach into a structured top down planning
to secure the best possi-

patients were “high risk patients on the path towards
developing a chronic disorder”.
Jaksch presented the Active Citizenship Network´s

ble pain treatment for all

European Charter of patient´s rights, section 11, as

patients in the future.“

an example to follow (ACN, 2002). “This declaration
of intention should be our starting point to make
concrete decisions.” he said. What was described as a

“top-down” planning approach should focus on a clear definition of the quality criteria
for pain institutions, offer easier access to pain care with special stress on prevention,
include compulsory pain education for physicians as part of the medical school curriculum
(following the example of Germany), and initiate the discussion over the reimbursement
of newer analgesic drugs (Kopf, et al., 2014) .
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Austrian health surveillance - Health Minitstry 2014
Ausgewählte chronische Krankheiten
nach Geschlecht, 12-Monats-Prävalenz

chronic diseases,
12 month prevalence

Chron. Kreuzschmerzen/
anderes chron. Rückenleiden

chronic back pain about 1.8 Mio

Allergien
Bluthochdruck
Chron. Nackenschmerzen/
sonst. chron. Bewchw. a.d.
Halswirbelsäule

chronic neck pain about 1.5 Mio
arthrosis (pain in
joints - about 1 Mio

Arthrose
Depression

chronic headache 0.5 Mio

Chronische Kopfschmerzen
Diabetes
Asthma (einschließlich
allergisches Asthma)
Chronische Bronchitis, COPD,
Emphysem
Harninkontinenz
Magen- oder Darmgeschwür
Koronare Herzkrankheit/
Angina pectoris
Chronische Nierenprobleme/
Nierenversagen
Herzinfarkt/ chron. Beschwerden
inf. eines Herzinfarkts
Schlaganfall/ chron.Beschwerden
inf. eines Schlaganfalls
Männer
Frauen
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• diseases and clinical conditions associated with chronic pain*
• high risk patients in terms of developing a chronic pain disorder
* A classification of chronic pain for ICD-11, www.painjournalonline.com 2015
Statistik Austria, 2014
Treede, et al., 2015
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The Painful Truth
Pamela Bell
Pain Alliance of Northern Ireland (PANI)
Pamela Bell opened her presentation with a sobering statistic: an estimated
400,000 people in Northern Ireland (NI), which has a population of 1.8
million, were living with long-term pain. Unsurprisingly, NI is considered
to have the highest prevalence of chronic diseases in the UK.

Pamela Bell

The Chair of PANI went on to present pain policy developments in the
region. In 2005, the Department of Health recognised chronic pain as an entity in its
own right during a workshop organised by civil society. This translated into developing
evidence-based guidelines and a review of pain services, which were completed by 2006.
Bell mentioned the importance of political will in achieving success, as “after 2007,
the change of government and consequent review of the whole public administration
translated into ignoring all the work done until that date.”
From 2007 until 2012, pain did not have a prominent position on the health agenda. But
in 2012, NI held a pain summit and the Minister for Health, Social Services and Public
Safety admitted “chronic pain is a long term condition”
and requested more evidence that could show how pain
“The Painful Truth data

impacted patient´s lives.

show the importance of
getting a timely diagno-

This request translated into the survey “The Painful Truth:

sis, the need for better

2,500 people who live with chronic pain tell their story”

information, treatment
and support, and lack of
education of healthcare

(Patient and Client Council, Ireland, 2014). As a result
of the survey, 10 recommendations were communicated
to the Health Ministry, of which seven were accepted.

professionals in chronic

In 2015, the Pain Forum was established, jointly by the

pain management.“

Health and Social Care Board and the Public Health
Agency. This forum brought together a number of
stakeholders (primary and secondary care representatives,

patients and voluntary service providers) to provide advice to the health authorities
with regards to pain policy. 2015 was a good year for the forum, as its members were
subsequently requested by the NI Assembly Health Committee to develop a National Five
Year Plan to further improve services.
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Working Group 2
Closing remarks
Sirpa Pietikäinen, MEP
Group of the European People’s Party (Christian Democrats)
MEP Pietikäinen from Finland provided the closing remarks. She stressed
Sirpa Pietikäinen

the need for a definition of pain in order
to ensure the recognition of the impact

“Untreated pain is a

of pain in the future. She described her

problem for those who

personal experience of pain and the concerns she had
over the stigmatisation of pain patients, the lack of trust
felt by some and the consequences for their employment
status. MEP Pietikäinen offered her commitment to help

experience it, but also
for society as a whole.
We tend to think of pain

put pain policy at the centre of the discussion saying,

as a normal manageable

“we need a European Programme on Pain, taking as a

part of life, but for many

model the diabetes programme”.

people chronic pain can
mean early retirement

She continued telling participants that the aim of the
programme should be “to define and recognise the
rights of pain patients and the type of management

and negative psychosocial
consequences. I believe
that SIP can offer us policy

and support required to assure their quality of life”.

solutions to tackle the

MEP Pietikäinen offered her personal support to SIP and

societal impact of pain..“

invited participants to “come with the next steps and a
proposal on how we should proceed here in the European Parliament”.
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Working Group 2
in a Nutshell
“It is important to tackle the lack of trust on the patient´s pain, which is a result
of the lack of understanding from society.”
Marian Harkin MEP
“The highest factor impacting public health budgets is in residual costs.”
Christoph Schwierz, European Commission, DG ECFIN
“Focus on building a case for cost-efficiency, make comparable data available, share
estimates of the cost of pain and give a clear direction of what the Commission
should be a forum for.”
Christoph Schwierz, European Commission, DG ECFIN
“While acute pain is a symptom, chronic and recurrent pain is a disease itself. Pain
is not a fantasy, but it is a change in the brain”.
Thomas Tölle, European Pain Federation (EFIC)
“There is a need to apply a common binding goal across the European Union”.
José de Andrés, European Society of Regional Anaesthesia (ESRA)
“(In Spain) pain is a prioritised health problem because of its frequency, its impact
on quality of life and the high socio-economic burden it represents.”
Paloma Casado, Spanish Ministry of Health
“This declaration of intention should be our starting point to make concrete
decisions.”
Wolfgang Jaksch, Austrian Pain Society
“We need a European programme on pain, taking as a model the diabetes
programme”.
Sirpa Pietikäinen MEP

SIP

68

Pain is experienced by people with musculoskeletal disease and cancer, among other d
Chronic pain is pain that persists for more than 3 months. ii

Chronic and recurrent pain is a specific healthcare problem impacting quality of life a
disorders, anxiety, depression and low self-esteem, among many other symptoms. iii

Chronic pain often sets the stage for the emergence of a complex set of physical and p
changes that are an integral part of the problem and greatly add to the burden on the

CHRONIC PAIN SHOULD BE ACKNOWLEDGED IN POLICY DISCUSSIO
DISEASE IN ITS OWN RIGHT

The mos
pain con
pain, art
headach
migrain
that the
normal a
of life.

+
Pain that persists for more
than 3 months is considered
chronic and in a lot of cases is
present without physiological
causes. iv

1 in 5 adults in Europe
are effected by chronic pain. v

Grobe, et al., 2016
Breivik, et al., 2006

SIP CALLS ON EUROPEAN GOVERNMENTS AND THE EU INSTIT

RAISE AWARENESS

ACKNOWLEDGE

of the medical, financial and
social impact that chronic
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that chronic pain is an
important factor limiting the
quality of life and should be a
top priority of the national
health care system.
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i Societal Impact of Pain (SIP), Reflection process on chronic diseases in the EU – the role of chronic pain ; Kleijnen Systemat
ii IASP and EFIC, Unrelieved Pain Is A Ma jor Global Healthcare Problem, 2011.
iii Bruehl S, Burns JW, Chung OY, Chont M. Pain-related effects of trait anger expression: neural substrates and the role of endo
mechanisms. Neurosci Biobehav Rev. 2009;33(3):475–91. doi:10.1016/j.neubiorev.2008.12.003. PMID 19146872.

iv T. G. Grobe, S. Steinmann, J. Szecsenyi, Barmer GEK Artzreport 2016, 2016.
v Breivik H, Survey of chronic pain in Europe: prevalence, impact on daily life, and treatment, European Journal of Pain 2006;

The scientific framework of the “Societal Impact of Pain” (SIP) platform is under the responsibility of the European
Cooperation partners for SIP 2016 are Pain Alliance Europe (PAE) and Active Citizenship Network (ACN). The pharmaceutic
GmbH is responsible for funding and non-financial support (e.g. logistical support). In the past the scientific aims of the S
endorsed by over 240 international and national pain advocacy groups, scientific organisations and authorities.
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Working Group 2
Policy recommendations
1. The European Commission should include pain prevention (primary and secondary) as
an integral part of its ongoing work on its chronic diseases initiative.
2. The European Commission should encourage member states to integrate pain care
within the work of the Joint Action on Chronic Diseases (JA CHRODIS).
3. The European Commission should fully consider and implement, where appropriate,
the expected trio council conclusions on fighting non-communicable diseases, including
chronic pain.
4. The European Commission should issue calls for proposals to develop knowledge on
the diagnosis, prevention and management of chronic pain (often a disease on its own),
in the framework of the next Research Programme. The European Commission should
promote studies on the prevalence and impact of chronic pain.
5. The European Commission should create a platform of the concerned parties (healthcare
authorities, patient organisations, doctors) at EU level to ensure the integration of basic
and clinical sciences.
6. The European Commission should facilitate the development of European quality
criteria for pain institutions, including undergraduate and postgraduate certification.
7. National governments should develop multidisciplinary, patient centred strategies to
appropriately manage chronic pain.
8. National governments should develop guidelines and recommendations to address
chronic pain management.
9. National governments should design policies focused on self-management to empower
people with chronic pain to support themselves effectively.
10. National governments should prioritise pain care within all healthcare professional
education and training.
11. National governments should initiate patient education programmes, training and
information campaigns in order to create public awareness of the consequences of
chronic pain.
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Working Group 3
The relevance of pain in
cancer care and rehabilitation
Context
Pain is commonly connected with numerous chronic health conditions, such as cancer and
musculoskeletal diseases (Roberto, et al., 2016). Among patients with advanced cancer,
pain prevalence reaches 80% (Breivik, et al., 2009). Most cancer pain is caused by the
tumour pressing on bones, nerves or other organs in the body. Cancer-related pain can
be acute or chronic and sometimes pain is related to cancer treatment. For example,
chemotherapy can cause numbness and tingling in hands and feet, or a burning sensation
at the place of injection (Cancer Reasearch UK, 2015).
For cancer survivors pain is a common problem, especially in the first few years after
treatment. In the longer term, approximately 5 to 10% of survivors have chronic severe
pain that interferes with functioning (Glare, et al., 2014). Although more comprehensive
information about the prevalence of persistent pain in the cancer survivor population is
currently lacking, it is known to depend on the type of cancer, co-morbid conditions,
and the initial pain management (Moryl, et al., 2010). Cancer survivors continue to live
with physical and psychological symptoms associated with pain (such as cardiopulmonary
compromise, fatigue, pain, neuropathies, depression and anxiety) (Bruehl, et al., 2009).
The consequences of suboptimal pain management on quality of life, physical functioning
and psychological distress can be devastating. Patients report that pain interferes with
their activities of daily living, and believe that their care providers do not prioritise treating
pain. As a result patients tend to believe that physicians do not prioritise their quality of
life (Breivik, et al., 2006). Adequate treatment of pain in acutely managed cancer patients
and in those with life prolonging therapies can reduce the need for sickness absence and
disability and can provide better quality of life to all cancer patients, regardless of their
age, gender or employment status.
Pain treatment is also highly relevant to palliative care. Palliative care improves the quality
of life of patients and families who face life-threatening illness, by providing pain and
symptom relief but also spiritual and psychosocial support from diagnosis to the end of
life and bereavement (WHO, 2002). Significant inequalities in access to cancer treatments
are apparent across Europe, while variances in the performance of health systems add to
the burden on patients (OECD/European Commission, 2013). The European Union plays
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a complimentary role with national governments in the fight against non-communicable
diseases, such as cancer. Since 2014, EU member states have joined forces in JA-CanCon.
The “European Guide on Quality Improvement in Comprehensive Cancer Control” or
CanCon for short, is a joint action initiative, co-funded by participating organisations,
institutes, universities and healthcare units, and the European Union. Within the framework
of JA-CanCon there is a work package on recommendations for high-quality survivorship
care and comprehensive rehabilitation (JA CanCon, 2014).
In 2014, the European Commission also established the Expert Group on Cancer Control, to
provide advice and expertise to the European Commission in formulating and implementing
the Union´s activities in the field of cancer and foster exchanges of relevant experience,
policies and practices between the member states and the various parties involved (DG
Sante, 2014). This Expert Group on Cancer Control is also the forum for verifying and
assessing the outputs and recommendations from JA CanCon.
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Introduction
Reporter: Thomas Kanga-Tona
Participants of Working Group 3 discussed the relevance of pain in cancer care and
rehabilitation. The point was made clearly by all those attending that pain therapy was
important at every stage of cancer care, from diagnosis to palliative and curative care. There
was a general consensus that the availability of cancer pain treatment must therefore be
ensured across the EU. Palliative medicine and pain care should be integrated into general
practitioners’ curricula, as these doctors were in contact with all patients and could refer
patients to specialists where, and if, needed. Palliative care specialists’ education must not
be overlooked either in light of a patient´s treatment history and complexity. Undergraduate
and post-graduate pain care education was therefore important.
Participants welcomed the upcoming integration of cancer and chronic pain into the 11th
revision of the World Health Organisation´s (WHO) International Classification of Diseases
(ICD 11) framework, as it would be recognition that both these conditions had a serious
impact on a patient´s life (Treede, et al., 2015).
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Keynote speech
Merja Kyllönen, MEP
Confederal Group of the European United Left - Nordic Green Left
MEPs Merja Kyllönen and Jose Inacio Faria had been invited to chair
the afternoon session. MEP Kyllönen opened proceedings reminding
participants of the close correlation between cancer and pain and for
this reason, “pain treatment should start when doctors announce to a
person that he or she has cancer”, she said. Drawing from her experience

Merja Kyllönen

with relatives and friends living with cancer pain, the Finnish MEP stressed
how important it was to adopt a humane approach to
people with cancer. She was concerned that some cancer
“Pain can be a huge

patients felt stigmatised and that their pain was not taken

burden for patients, their

seriously.

families and society.
Adequate pain treatment
is essential for healthcare
systems and I call upon

MEP Kyllönen continued referring to her country´s
specific experience with pain, according to the latest
Eurobarometer. “44% of people reported feeling pain
affecting their bones, joints and muscles.” she told

national governments to

participants. MEP Faria warned that member states’

address this.“

healthcare systems “face a tremendous challenge to make
sure that pain is adequately addressed in all patients”. To
illustrate this urgency he described how “while chronic

pain patients visit the general practitioner three times more than patients without chronic
pain, only one in five patients leaves their doctor feeling better about their pain”.
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Keynote speech
Jose Inacio Faria, MEP
Group of the Alliance of Liberals and Democrats for Europe
MEP Faria reinforced the need to fight stigma and raise awareness of the
issues to avoid unnecessary suffering for patients from acute and chronic
pain. MEP Faria underlined why pain was
of great concern to all cancer patients,

Jose Inacio Faria

“it can be due to surgical operations, the

“The effect pain has on

effects of pharmacological treatment or

patients and societies, is

the tumour pressing on bones”. The Portuguese MEP

something which policy

informed the audience that in his home country less

makers in Europe should

than half of primary care physicians used the appropriate

take very seriously. I have

tools to assess pain in patients and that similar patterns

asked the European Com-

were observed across Europe.
MEP Faria had already asked the Commission, during a

mission to fully implement legislation affecting

debate in the Parliament, to fully implement the cross-

pain such as the Patients’

border Healthcare Directive, which allows patients to

Rights Directive, and will

access healthcare while abroad. The MEP underlined

continue to fight for pa-

that this provision should be used by the Commission

tients in need of adequate

to introduce clear guidance on the most relevant ways

pain treatment.“

to assess pain in individuals. MEP Kyllönen thanked SIP
for putting the pain issue on the European Parliament´s

agenda as “it is important to recognise that cancer pain is a contributing factor to the
societal impact of pain.”
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ECPC Position on pain
and cancer
Mihaela Militaru
European Cancer Patient Coalition (ECPC)
Mihaela Militaru explained how patient involvement could help improve
health policies. Her patient-focused organisation has close links with

Mihaela Militaru

members of the European Parliament and supports them in their work.
ECPC fulfils its commitment to improve the lives of cancer patients through

its involvement in the European Commission´s expert groups on cancer control, on breast
cancer, and on mHealth (a general term for the use of mobile phones and other wireless
technology in medical care). The cancer patient coalition was also an active contributor to
the revision of guidelines drafted by medical oncologists and rare cancer experts. Militaru
explained why access to palliative care was important to ECPC. “It should be offered as
early as possible after diagnosis, because it alleviates pain, but also extends life by three
months”, she said.
Referring to the cross-border healthcare Directive, Militaru encouraged participants to reflect
positively about how pain should be assessed, as this could contribute to an agreement
on indicators for better pain care. Militaru underlined again the lack of funding for cancer
care and reminded that “only 1% of the national health institutes’ research funding is
available for palliative care”. She called for funding in
the field to be made available under Horizon2020, the
EU Framework Programme for Research and Innovation.

“ECPC advocates for ad-

Militaru supported the introduction of palliative care in

vancing EU and national

healthcare professionals’ curricula at all levels.
Concluding, Mihaela Militaru reminded participants that
often terminally ill cancer patients unfairly lost their jobs
and therefore financial security when they announced

legislation to have a comprehensive and integrated
palliative care in all European countries. Policy and

to their employer that they had advanced cancer. She

legislation should have

went on to praise the “Dying to Work” campaign,

adequate and sustainable

spearheaded by MEP Glenis Willmott and supported

funding.“

by ECPC (Dying to Work, 2015). The Dying to Work
campaign would like to see terminal illness recognised
as a ‘protected characteristic’ so that an employee with a terminal illness would enjoy a
‘protected period’ where they could not be dismissed as a result of their condition.
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Does universal access to highquality palliative care include
pain care?
Lukas Radbruch
International Association for Hospice & Palliative Care (IAHPC)
Lukas Radbruch began by reminding his audience of Dame Cicely Saunders,
who in 1967 founded St Christopher´s hospice in London. This was the

Lukas Radbruch

first hospice linking expert pain and symptom control, compassionate
care, teaching and clinical research. This reinforced for Radbruch that from the beginning
of the modern hospice, “without good pain care, there´s no good palliative care”. He
stressed that access to palliative care must be recognised as a human right, recognised
by international organisations and underpinned by comprehensive pain management,
including physiological and psychological support.
The speaker welcomed the adoption of the United Nations (UN) Declaration on a noncommunicable diseases framework, which led to the introduction of a global monitoring
framework with 25 indicators on the organisation of care (WHO, 2013). These indicators
included access to palliative care based on opioid
consumption per cancer death, which could help give an
idea of the level of accessibility to palliative care globally.

“Without good pain care,

There was concern that not all UN member states had the

there’s no good palliative

necessary registries, which in Radbruch´s words “might

care.“

hinder the assessment of the level of access to pain care”.
However, a further positive development has been the
inclusion of opioids in the WHO´s essential medicines list (WHO, 2015). Despite pain being
one of many symptoms afflicting patients needing palliative care, “this is the one that has
the biggest burden on patients”, Lukas Radbruch stressed, “and it is also the one easiest
to treat.” He concluded with a rallying call to delegates: “Universal access to palliative care
therefore requires good pain care.”
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Pain in palliative care, do we
care?
Christoph Ostgathe
European Association for Palliative Care (EAPC)
Christoph Ostgathe argued that “access to palliative care is not only
Christoph Ostgathe

important for cancer patients, but for non-cancer patients too, as in some
countries half of patients under palliative care are non-cancer patients”.
As EAPC has done much work to improve standards regarding patient

access to care (Caraceni, et al., 2012). Ostgathe felt
his organisation was in a strong position to design a
well-conceived model for a multi-care package. This
model focused on the education of doctors on pain and

“The management of pain
is an essential component

palliative care, access to palliative care specialists, the

of palliative care, and the

existence of multidisciplinary teams, as well as access to

availability of medication

pain co-morbidities management.

to manage pain effectively is key to the improve-

Ostgathe warned that morphine was not the only
treatment to consider for pain treatment. Other methods,
including psychological interventions, were also important

ment of quality of life for
all in need.“

and effective for better pain management. Christoph
Ostgathe explained there was a need for further specialisation of palliative care physicians,
as “patient´s now present very different pain profiles and do not have the same needs.”
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When pain meets
palliative care
Roman Rolke
Medical Faculty RWTH Aachen, Germany
Roman Rolke agreed with Lukas Radbruch that pain relief was a human
right. Rolke argued that according to the WHO definition, health was

Roman Rolke

“a state of complete physical, mental and social well-being and not
merely the absence of disease”, which in his words, “already implicitly
encompasses the right to pain relief.” Rolke continued by describing the large discrepancy
across Europe regarding the number of services available to patients. This discrepancy
does not cover the usual fault line between well- and poorly-resourced European
countries. While Sweden and Ireland ranked high in service availability, with more than
16 services available per million inhabitants, France, Germany and Italy had fewer services
available with between 2 and 4 services per million inhabitants. Poland, Hungary and
Macedonia scored better with between 8 to 16 services available per million patients
(Centeno-Cortes, et al., 2013).
Availability varied substantially between cancer and non-cancer patients and between
adults and children too. Today, more than 20 million patients are in need of palliative care
Numbers of services per inhabitions

Societal Impact of Pain 2016 – `Time for action!´
When pain meets palliative care
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Rolke

globally. 6% of them are children. But only 3 million patients have access to palliative
care and pain treatment. It means that less than one
“Pain is among the most

sixth of patients in need have access to palliative care
and pain treatment. The key for Rolke was that “proper

burdening symptoms in

implementation of services must rely on a qualified

patients supported by pal-

assessment of pain management in patients first”.

liative care – still with an

And it should be the prerogative that physicians and

insufficient prescription of

other healthcare professionals were informed about the

opioids for cancer pain.“

existence of easy screening tools and that these tools
were made available. Rolke presented the German law
on hospice and palliative care as a best practice in the

field, as it established a 95% reimbursement level for palliative care treatment.
Time for action! for political decision makers
• Facilitate qualification of physicians (palliative care and pain training)
- and of other health care professionals, e.g. nurses, physiotherapists
• Facilitate reimbursement of professionals and service structures
- e.g. the German `Hospice and Palliative Care Law´ has established a 95% reimbursement of all hospice costs by long term care insurance and health insurance companies;
5% of costs covered by donations
• Address pain control not only in cancer patients and cancer survivors, but also in nonmalignant diseases of children or elderly suffering from muscular pain due to spasticity,
or joint pain along with e.g. muscular dystrophy/atrophy
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CanCon - Work package 8
Stein Kaasa
European Palliative Care Research Centre (PRC)
Stein Kaasa argued that “pain treatment must be an integral part of
oncology care”. He stressed the discussion should not deal with “if” but
“how” to do it. “Treatment plans must be developed in accordance with
the patient”, he told delegates. Corresponding with what had been said

Stein Kaasa

earlier, Kaasa reinforced the fact that pain was not well-enough controlled,
as reportedly around 50% of patients with cancer said their pain had not
been appropriately treated. Healthcare professionals have been partly blamed for not
doing proper diagnosis.
Kaasa went on to describe the paper submitted by IASP to codify cancer pain classification
in the new WHO International Classification of Diseases revision 11 (ICD 11), which could
also be used for non-cancer pain (Treede, et al., 2015). There was much anticipation
around the introduction of ICD11, as it could look into
pain characteristics, such as its persistence over time,
intermittence or location in the body. “Healthcare

“Pain treatment must be

professionals’ understanding of the condition must be

an integral part of oncol-

improved taking into account the patient´s input.” Kaasa

ogy care.“

said. Until recently, patients had traditionally filled out
questionnaires, which would then be used by research
teams as Patient Reported Outcome Measures (PROMs). But Kaasa described how with
modern digital technology PROMs could be more user-friendly, accurate, engaging and
relevant to a patient´s needs.
Patients could for instance indicate areas of their body affected by pain as well as its
intensity. Information entered by patients in the system would then be stored and sent to
specialists, as well as physicians, for use during consultations. Data could be accessed by
the treating healthcare professional and would be updated on the patient´s healthcare
record with key information, such as weight and key physiological parameters. It would
also be recorded, if no action on a patient´s pain diagnosis were taken. Looking ahead,
Kaasa described how digital appliances could also support accountability, the supervision
of care pathways, and patient-doctor communication.
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Chronic Cancer Pain:
An Ignored Disease?
Stefan Wirz
CURA-Hospital, Germany
Stefan Wirz opened his presentation underlining that, “oncologists don´t
perceive a patient´s pain, because they aren’t taught to assess pain.”

Stefan Wirz

This assessment was mainly achieved following a second opinion by a
palliative care or pain specialist. Wirz admitted there had been a marked
improvement in cancer survival cases over the past forty years, which showed the progress
that had been made. In 1975 for instance around half of cancer patients survived 5 years
after diagnosis. In 2012, the 5-year survival rates were almost 70%.
Wirz however criticised the lack of medical follow-up, as often these patients continued
to suffer from chronic pain. He was dismayed that there was a lack of accurate data for
the number of cancer patients with such pain. However, he told delegates it had been

Cancer is a chronic desease
5-Year Relative Survival (%) by Year of Diagnosis
All Races

Year of
Diagnosis

Both Sexes

Males

Females

1975-1977b

48.9

41.7

55.9

1978-1980

b

49.0

43.1

54.9

1981-1983b

50.2

45.2

55.1

1984-1986b

52.4

47.2

57.6

1987-1989

b

55.3

51.1

59.6

1990-1992b

59.9

59.1

60.9

1993-1995b

61.3

60.8

61.8

1996-1998

b

63.3

63.0

63.6

1999-2001b

66.0

66.3

65.7

2002-2005b

67.2

67.8

66.6

2006-2012

69.0

69.3

68.6

b

http://seer.cancer.gov/csr/1975_2013
National Cancer Institute, 2016
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widely reported that around half of cancer chronic pain patients have received inadequate
treatment. Wirz called for a better assessment of these patients. He was further concerned
that “chronic cancer pain patients are not attending
palliative doctors’ units because they focus on patients
at the end of life, and not on those patients who enjoy a
10-year life prolongation.” He called for pain specialists to

“A large subgroup of
patients suffers from

be integrated early into oncology programmes, as “a lot of

chronic cancer pain after

long-term cancer survivors are under-treated and are sent

curative cancer treatment

to psychological departments instead of pain services.”

due to an insufficient
management. Compulsory

Wirz concluded by listing his “to do” list for the cancer
care community in future. He told delegates that to fully
address cancer care, “we need to identify long-term

early integration of pain
specialists is needed.“

survivors with chronic pain; integrate pain specialists early
in the process; make adjustments to non-palliative and palliative or stages of cancer; and
finally, we need more educational programmes on pain medicine in academic institutions,
as well as efforts in epidemiology, diagnosis, and treatment of chronic cancer pain beside
acute cancer pain”.
“In Summary” - What action is needed?
•
•
•
•

identifying long-term survivors with chronic pain as a new aspect
early integration of pain specialists
adjustment of patients’ needs to non-palliative and palliative or stages of cancer
educational programmes on pain medicine in academic institutions and medical
capacities
• efforts in epidemiology, diagnosis, and treatment of chronic cancer pain beside
“acute” cancer pain
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Incidence and impact
of cancer pain
Augusto Caraceni
National Cancer Institute of Milan, Italy
Augusto Caraceni opened his presentation with sobering statistics: “while
there is a 33% pain prevalence among patients after curative treatment,

Augusto Caraceni

there is a 70% prevalence of pain among patients with advanced
metastatic cancer.” (van den Beuken-van Everdingen, et al., 2007). The

prevalence of pain rose to a staggering 83% among patients in the last 3 months of life
(Higginson, et al., 2013). However, as Caraceni pointed out, “professionals don´t know
when patients start feeling pain, how long they´ve felt
it, where it came from and the sort of pain they have,
which leaves [them] in a state of ignorance at best”.

“Improving advanced can-

Pain is undertreated in 31.8% of patients (Greco, et

cer pain control requires

al., 2014). Augusto Caraceni stressed that “pain affects

better knowledge and

quality of life” and described its impact: “It translates

research on opioids and

into worsened mood, appetite, relationships or the

other analgesics.“

possibility to work.” Investment in fair and impartial
research would likely support improvement in treatment

outcomes. He wanted to see more quality data on epidemiology and more integration by
multidisciplinary care teams (with pain and palliative care specialists).
Augusto Caraceni believes pain and palliative care is the “Cinderella” of research
and clinical application: “There is no strong economic interest to develop cancer pain
treatment, no strong professional representation of palliative care specialists among key
policy-making bodies and no impetus to develop research.”
Perspectives
• More high quality epidemiological data
(cancer registries, high resolution studies and clinical records)
• Implementation of cancer pain guidelines*
• Clinical research in pain and palliative care and oncology not valued enough by
European funding agencies
• More integration between oncology and palliative care
National Cancer Institute , 2016
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Between bureaucracy
and clinical duty
Rosa Maria Fragoso
Portuguese Institute of Oncology (IPO), Portugal
Rosa Maria Fragoso agreed with her fellow panel members that cancer
survivors were at risk of experiencing co“The increased number

morbidities, such as pain. But, she said,

of cancer survivors with

healthcare professionals were unable to

chronic cancer pain and
prolonged lifespan may
be unaffordable. Who

Rosa Maria Fragoso

foresee the kind of pain patients might
have as a result of treatment. This meant there was a
huge challenge facing pain treatment in cancer care as
healthcare professionals, patients, social services and

should take charge of

caregivers placed survival as the priority, which, according

these individuals in the

to Fragoso, came at the expense of side-effects.

future? Should we remain
distracted spectators
leaving them lost in the
transition?”

Fragoso told the working group that the policy in Portugal
meant that a chronic pain patient´s medical follow-up
was ensured for the first five years following successful
treatment. However, this announcement came with a
warning: “In the face of fiscal constraints, healthcare

workforce availability challenges and the growth in the number of survivors this model
might become unsustainable” she said. She went on to describe how Portugal´s healthcare
system would possibly be forced to discharge patients early. She was concerned that
many patients’ needs may not be met in future. Agreeing with previous speakers, Fragoso
doubted that oncologists were aware of the complexity of a patient´s primary care needs.
She ended her presentation warning participants that “failure to recognise cancer patients
as a population at risk of falling into chronic pain might lead to much harm in society.”
Being a Cancer survivor
Cancer survival is an issue
• Cancer survivors -2/3 adults and ¾ children
Taking Cancer survivors on charge
• Unmoor from the Biomedical model and reason within the BioPsychoSocial model
• Get accessible ways to frame awareness
Health policy will need
• Chronic pain leads to deconditioning and inactivity
• Other symptoms, social, emotional and spiritual issues need being addressed
• Recognize health professionals’ strengths and weakness
Another dimension of a new normality
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Working Group 3
Closing remarks
After the presentations, participants identified three areas they saw as a priority for the
improvement of pain care.
• The first was to educate healthcare professionals and patients,
• The second focused on research into pain, supported by robust data on the pain burden
in patients and in society,
• The third priority was access to pain treatment for all.
Participants endorsed these priorities and agreed that they should be presented as the
working group recommendations to be presented during the plenary session of SIP 2016.
The recommendations are designed to encourage politicians to prioritise pain policy
discussions at the European Commission and with national governments.
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Working Group 3
in a Nutshell
“Pain treatment should start when doctors announce to a person that he or she
has cancer.”
Merja Kyllönen MEP
“While chronic pain patients visit the general practitioner three times more than
patients without chronic pain, only one in five leaves their doctor feeling confident
about their pain.”
Jose Inacio Faria MEP
“Only 1% of the national health institute’s research funding is available for
palliative care.”
Mihaela Militaru, European Cancer Patient Coalition (ECPC)
“Without good pain care, there´s no good palliative care.”
Lukas Radbruch, IAHPC
“Access to palliative care is not only important for cancer patients but for noncancer patients too, as in some countries half of patients under palliative care are
non-cancer patients.”
Christoph Ostgathe, EAPC
“Proper implementation of services must rely on a qualified assessment of pain
management in patients first.”
Roman Rolke, Medical Faculty RWTH Aachen
“Healthcare professionals” understanding of the condition must be improved
taking into account the patient´s input.”
Stein Kaasa, Trondheim University Hospital
“Oncologists don´t perceive a patient´s pain, because they aren´t taught to assess
pain.”
Stefan Wirz, CURA-Hospital
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“Chronic cancer pain patients are not attending palliative doctors’ units, because
they focus on patients at the end of life and not on those patients who enjoy a

THE RELEVANCE OF PAIN IN CAN
CARE AND REHABILITATION

10-year life prolongation.”
Stefan Wirz, CURA-Hospital

“Professionals don´t know when patients start feeling pain, how long they´ve felt

it, where it came from and the sort of pain they have, which leaves [them] in a
state of ignorance at best.”

DID YOU KNOW?

Augusto Caraceni, National Cancer Institute of Milan

Pain affects many people with cancer i and pain management is important in pallia
should
be to
andevelop
integralcancer
part of
cancer
treatment.
There is an incre
“TherePain
is nomanagement
strong economic
interest
pain
treatment,
no strong
improve
cancer-related
pain
care
policy
in
Europe.
professional representation of palliative care specialists among key policy-making
Pain is a common problem in cancer survivors, especially in the first few years aft
bodies and no impetus to develop research.”
In the longer term, approximately 5 to 10% of survivors have chronic severe pain th
Augusto
Caraceni, National Cancer Institute of Milan
functioning.
Pain relief is of primary concern for all those with cancer. iv
“Failure to recognise cancer patients as a population at risk of falling into chronic
pain might lead to much harm in society.”

IMPROVING CANCER PAIN TREATMENT WILL RESULT IN A BETTE
LIFE AND WELLBEING FOR CANCER PATIENTS AND SURVIVORS.

Rosa Maria Fragoso, Portuguese Oncological Institute
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Pain occurs in more than
70% of patients with
cancer.*v

*Pain also occurs in around 80% of
patients with advanced cancer. vi

SIP CALLS ON EUROPEAN GOVERNMENTS AND THE EU INS

RAISE AWARENESS
of the medical, financial and social impact
that chronic pain and its management has
on the patients, their family, care-givers,
employers, and the healthcare system.
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of the importance of pre
and management of chr
all healthcare profess
through further
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Working Group 3
Policy recommendations
1. Ongoing education and training at all levels
National governments have a duty to ensure that:
• All involved in the care of patients with cancer have an appropriate level of education
and training in pain assessment and management, and other principles of palliative care.
• All those providing clinical services to patients recognise and support the important role
of family and informal carers.
• Patients with cancer are empowered and supported to discuss all aspects of their pain,
its assessment and management.
• The voice of the patient, including through patient associations, is recognised as an
important source of information in service policy development.
• Awareness programmes are instigated for all school teachers to understand the impact
on children of witnessing a loved one in pain and of being bereaved, and to support
these children.
2. Research across Europe
• All research funding bodies have a duty to develop research into pain and other causes
of distress, in cancer and palliative care patients.
• Data on pain in patients with cancer, as proposed in ICD-11, should be routinely collected
by all providers of cancer care to inform future healthcare policies.
• All member states must support up-to-date accurate cancer registries.
• IT solutions for pain assessment and management should be piloted across populations
in Europe.
3. The just allocation of resources
The European Commission must:
•

Promote needs assessment methodologies across member states to meet present and
future needs of cancer patients at all times, through the Joint Action on Cancer Control
and other frameworks.

•

Follow up on its work on effective, accessible and resilient health system, and put in
a place a strategy on workforce planning to ensure the sustainability of cancer care
services and cancer pain treatment across the EU.
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National Governments must ensure that:
• Pain assessment and management are an integral part of all cancer services and all
patient pathways as part of standard reimbursed services. This must be stated clearly in
national cancer strategies and funded.
• All cancer treatment options and relevant guidelines include access to pain assessment
and management and the outcomes monitored.
• Patients have access to medication for pain relief at all times.
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Working Group 4
Pain, rehabilitation and reintegration
of workers in the workforce
Context
The European Union and its member states are facing a huge challenge in terms of ageing
population and the need to increase productivity and prevent involuntary early retirement.
A European Commission funded report found that health status is a major predictor of
labour supply. Decreasing the incidence of diseases and disabilities results in increases in the
total number of years active in the labour force and decreases in public payer expenditures
(Gheorghe, et al., 2016). Improving workers’ health is therefore crucial as the total labour
supply in the EU (age group 20-64) is projected to stabilise by 2023 and to decline by 8.2%
between 2023 and 2060, representing roughly minus 19 million people (DG for Economic
and Financial Affairs, 2015).
Pain disorders are amongst the most prevalent, costly, disabling and commonly researched
conditions in the workplace (Schultz, et al., 2007). Several literature reviews and database
analysis indicate that chronic pain has a considerable negative impact on work-related
outcomes (Patel, et al., 2012). The impact of pain, severe daily pain in particular, on labour
force participation has a substantial negative association with labour force, as well as
reported absence from work (absenteeism) and attending work while sick (Langley, et al.,
2010). The majority of persons dealing with chronic pain reports pain to influence their
working status negatively (The Pain Proposal Steering Committee, 2010). Usually a long
term condition like chronic pain, reduces people’s quality of life and increases the likelihood
of not working (UK Department of Health, 2012). We know that the longer someone is
off sick or out of work, the harder it is to get back to work, and worklessness comes at
great personal and financial cost (Black & Frost, 2011).
In several countries chronic pain is the most common cause of long term sick leave and
disability. Muscular and skeletal disorders were the main diagnosis in 41% of sick leave
days that were covered by social security in the period January-June 2009 in Norway
(Norwegian Institute of Public Health, 2016). Due to its effects on rates of absenteeism,
reduced productivity and even the risk of employees leaving the labour market, social
protection systems spend a large budget on pain related complaints (Barmer GEK, 2016).
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Nearly half of all absences from work in the EU, lasting more than three days, and 60%
of permanent work incapacity are caused in Europe by musculoskeletal disorders (Bevan,
2013). Of the estimated 14 million people living with chronic pain in England alone, in
2011, 31% of men and 37% of women reported persistent pain. One in four said that
their pain had kept them from usual activities, including work, on at least 14 days in the
previous three months. (Bridges, 2012). A 2001 survey conducted by the Belgium health
care insurances estimated 50% of the chronic pain patients between 25 and 64 to be not
able to work due to their health condition. This incapacity has major consequences for the
income of people with chronic pain (Berquin, et al., 2011). Among the workers, who are
required to take sick leave because of their chronic pain, 22% are absent from work for
longer than ten days per year (Reid, et al., 2011). Moreover, according to the study “Fit for
Work Europe” conducted by the Work Foundations across 23 European countries, half of
all EU citizens suffer from back pain at some stage during their lives. Approximately 15% of
these people with back pain have to stay off work for over one month (Bevan, et al., 2009).
In the UK more days are lost to back, neck and muscle pain than any other cause (Jenkins,
2014). A Norwegian Health Interview Survey showed that chronic pain explained 54 per
cent of disability cases (Hougen, 2005) While lower back pain causes more global disability
than any other condition, chronic pain conditions as a whole are by far the greatest cause of
disability (Vos, et al., 2015) (Newton, et al., 2015). Chronic pain showed clear associations
with healthcare-seeking and occupational activity, indicating considerable socioeconomic
costs (Gerdle, et al., 2004). The 2008 UK Chief Medical Officer report stated that 25% of
pain sufferers lose their jobs (Donaldson, 2009).
The highest prevalence of severe and moderate pain is experienced between 40 to 59 years
of age, or in the last twenty years of working life (Murray, et al., 2012). An analysis of
the 2013 data on the burden of disease and injury in England found the leading cause of
disability-adjusted life years (DALYs) to be low back and neck pain (Newton, et al., 2015).
For persons with chronic pain its impact is highest for daily activities and work (Bekkering,
et al., 2011). Unsurprisingly chronic pain is one of the major reasons why people exit the
labour market prematurely and contributes to disability retirement (Phillips, et al., 2008)
(Saastamoinen, et al., 2012). In the working population chronic pain poses a substantial
burden on individuals, employers, healthcare systems and society. In fact, the risk of pain
patients having to give up their occupation has been calculated to be seven times greater
than for the healthy population (SBU, 2000).
People with chronic pain often are either unable to work or have to cut their hours (Raftery,
et al., 2011). Given the very poor quality of life that people in pain report, especially its
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impact upon their ability to work, there needs to be a greater focus on the needs of people
with pain seeking to return to employment (British Pain Society and Dr Foster Research,
2012). Early and appropriate clinical interventions, including rehabilitation aimed at and
organised to support staying at work or return to work, can be cost-effective and have a
significant impact on workforce productivity and quality of life (Bevan, 2013). Multimodal
rehabilitation programmes and even less intense interventions (rehabilitation plan) can have
long-term positive effects on sick leave (Merrick, et al., 2013). It is clear that chronic pain
has a dramatic impact on European society (Reid, et al., 2011). Pain, rehabilitation and
reintegration of workers in the workforce can be addressed policies. In 2015 the Swedish
Minister for Social Security, started a seven point action programme for improved health
and reduced sick leave, including support for people with chronic pain (Gustafsson, 2016)
(Gov. Offices of Sweden, 2015).
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Introduction
Reporter: Andrew Littlejohn
Reduced productivity at work or early retirement from the labour market caused by chronic
illness and chronic pain has a high societal and personal cost. In a report published at the
beginning of 2016 on “Health-related constraints to raising Retirement Ages in the EU”
the European Commission found that decreasing the incidence of diseases and disabilities
resulted in increases in the total number of years active in the labour force and decreases
in public payer expenditures (Gheorghe, et al., 2016). The Commission’s findings confirmed
that health status was a major predictor of labour supply.
Deteriorating health associated with chronic disease and co-morbidities, together with
symptoms such as severe and frequent pain, negatively affected labour supply. Studies
have pointed out in recent years that chronic pain results in more than 500 million sick
days per year in Europe, costing the European economy more than €34 billion. It is widely
acknowledged that if the productivity gap caused by pain is considerable, chronic pain
also leads to substantial expenditure in workers compensation and disability benefits. The
aim of Working Group 4 was to promote better health in the working group population.
There was also a general consensus that a diagnosis of a chronic illness should not be seen
as an impediment to leading a healthy and fulfilling working life.
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Keynote speech
Jeroen Lenaers, MEP
Group of the European People’s Party (Christian Democrats)
Jeroen Lenaers MEP, who opened working group 4´s afternoon session, has
been involved with chronic pain and its
“We have to focus on

impact on the working environment for

retention and integra-

some time, as a member of the committee

tion of people affected by
chronic diseases as well
as to support reasonable

on social affairs and employment.

Jeroen Lenaers

He gave a clear picture of some of the issues facing
people with chronic pain, especially those in employment,

adaptation of workplaces,

mentioning “stigma “and a “general misunderstanding”

which will ensure a timely

as an additional burden on the suffering already felt by

return to work; we call

those with chronic pain.

on the European Commission to promote integration and rehabilitation
measures for people with
disabilities and to support

Lenaers believes strongly that with minor adjustments in
the workplace and a different set up where a recovery
period is also taken into consideration, employees could
be reintegrated and again feel the dignity that comes
with being in employment.

Member States’ efforts
by raising awareness and

MEP Lenaers stressed the focus in Brussels had to be on

identifying and sharing

the retention and reintegration of employees affected

good practices on accom-

by chronic diseases.

modations and adjustments in the workplace.“
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Health as an Investment
Stephen Bevan
Institute for Employment Studies (IES), UK
Stephen Bevan focused on the burden and impact of chronic
musculoskeletal pain in the European workforce. 44 million workers across
the EU have musculoskeletal disorders (MSDs). This costs the 28 member
states €240 billion in lost productivity each year and accounts for half

Stephen Bevan

of all absences from work. The thrust of Bevan´s argument was that a
diagnosis of a chronic illness should not be seen as an impediment to

leading a healthy and fulfilling working life. Instead, he told delegates that much of that
burden could be avoided through “better prevention, earlier interventions, education.”
Bevan estimated that probably over 80% of healthcare spending in the UK was devoted
to chronic conditions, many of which, he claimed, were preventable. In some cases, early
intervention would have prevented the condition from deteriorating and subsequently
leading to greater expense.
“Well-timed workplace and healthcare investments among working age people deliver
sustainable returns in terms of productivity gains and social inclusion.” he said. However,
it was made clear to the attentive audience that the difficulty was in persuading politicians
and finance ministers that earlier and work-focused interventions represented an
investment, rather than a cost.
MSDs in the EU Workforce

Across the EU
44M Workers
have MSDs
which are caused
by their work

‘attributed
‘attributed
‘attributed
‘attributed
to
towork’…
work’…
to
work’…
to work’…
‘attributed
to work’…
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Cost to the EU
each Year in lost
productivity and
sickness absence
(2% of GDP)

These conditions
account for
half of all
absences
from work...

...and for
60%
of permanent
work
incapacity

“The economic arguments that we have and to some extent the evidence-base are not
yet strong enough or persuasive enough to get governments to change or redirect their
spending priorities.”
Bevan highlighted an additional problem: “When I have conversations in the UK with the
NHS, they want to have a return on the investments within the financial year. There is no
incentive in the system to play a longer game.”
Bevan stressed that the arguments supporting the benefits of workplace and healthcare
interventions to promote maximum labour market participation amongst people of working
age living with chronic illness and chronic pain needed to be more forcefully articulated.
Much of the work Bevan has been doing over the past 20 years has focused on promoting
better health in the working age population across the
“Early intervention helps

UK and EU countries. Throughout his presentation Bevan
reinforced his belief that reduced productivity at work

working age people with

or early retirement from the labour market caused by

chronic musculoskeletal

chronic illness and chronic pain had a high societal and

pain to remain in, or re-

personal cost.

turn to work.”
He shared some sobering thoughts for the future: “A
new graduate or someone leaving full time education in
the EU today will probably need to work for 50 years before they retire. Over half of them
will develop chronic health conditions, often with chronic pain before their working lives
are over. It´s almost unavoidable: we need to act now to anticipate how to manage this.”
According to Bevan, our health systems currently do not prioritise job retention or return
to work as clinical outcomes. Part of the problem is that employers are not educated,
incentivised or required to provide support for early referral, workplace accommodations
and vocational rehabilitation.
Bevan concluded by stressing that society needed to start thinking differently. He called on
employers, clinicians and politicians to see the benefits of a healthy workforce by adding
their voice to multi-stakeholder efforts to improve labour market and workforce outcomes
for people who are living with chronic conditions.
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Actions for Stakeholders

Policy-Makers
Clinicians
• Embed ‘work’ as a clinical
• Establish early if RTW is a
outcome in primary care, in
therapeutic & financial priority
clinical guidelines, in outcomes
for patients
frameworks & clinical trials;
• Build RTW into care plans
• Incentivise primary care to
• Access early physiotherapy &
deliver early RTW-focused
CBT support if helpful for RTW
treatment
• Measure RTW
• Require HTA to
outcomes of
take societal
working age
Early intervention can:
perspective
patients
• Reduce sick leave
• Increase productivity
• Reduce health costs
• Reduce disability costs
Employers
Workers
• Prevent early job loss
• Refer staff early to
• Seek RTW
• Prevent co-morbidity
Occ Health or GP
support early
for assessment &
during absence
RTW plan
• Build your own
• Work with employee to deliver
ideas & actions into RTW plan
RTW plan & work adjustments
- speak up!
• Phase RTW if necessary
• Ask for help with anxiety early
• Train line managers to manage
• Keep moving - gentle exercise
& accommodate RTW plans
is good for mobility & mood
• Monitor RTW success to
• Talk to co-workers about what
maximise sustainability
you cans still do
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The Economic Impact of
Chronic Pain in Portugal
Luis Felipe Azevedo
University of Porto, Portugal
Luis Felipe Azevedo presented the results of a recent cost-of-illness
study, with a societal perspective, based on a representative sub-sample
of chronic pain (CP) patients in Portugal (Azevedo, et al., 2016). More
than 5,000 adults took part in the larger cross-sectional nationwide

Luis Felipe Azevedo

epidemiological study. Of those, 562 contributed to the second phase
of the study, which focused on the use of health services and the economic impact of
CP. The aim of this secondary study was to estimate the total direct and indirect annual
costs of CP and to assess its determinants. Participants were selected using random
digit dialling and contacted by computer-assisted telephone interviews. Questionnaires
included the brief pain inventory and pain disability index.
Estimates were adequately weighted for the population. According to Azevedo, there
were only a handful of studies at this population level that showed such a comprehensive
assessment of the cost of chronic pain. The results from
the survey were also published in the European Journal
“Chronic pain is associ-

of Health Economics.

ated with high societal
costs. Given the high rate

Azevedo believes that just under one-third of Portugal´s

of indirect costs, restrict-

adult population suffer from some kind of chronic pain,

ing healthcare should
not be the response; and
improving the quality

in other words pain that has lasted more than three
months and is recurring or persistent. As Azevedo
explained, the study showed that in addition to its
high frequency and relevant individual and social

of chronic pain preven-

impact, CP contributed hugely to an increased use of

tion and management is

healthcare resources, reduced labour productivity and

recommended.“

consequently large direct and indirect costs. The Director
of the Advanced Studies Program in Clinical and Health
Services Research at Porto University revealed to the

working group that the average annual costs paid out for chronic pain amounted to
€4.6 billion, or in other words, 2.71% of Portugal´s GDP in 2010. This was the equivalent
of €1883.30 per chronic pain sufferer. Interestingly, 43% of the total was due to direct
costs, 57% to indirect costs.
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Direct healthcare costs included pain medicines, non-pharmacologic pain treatments,
consultations with healthcare professionals and medical tests. Indirect costs related to
productivity losses due to work absenteeism, early retirement and job loss and were
calculated based on the human-capital method, which takes the patient´s perspective and
counts any hour not worked as an hour lost.
Azevedo was convinced the high economic impact of CP in Portugal had been
comprehensively demonstrated. In response to the high indirect costs, Azevedo told
delegates that “restricting healthcare services is not a rational response to these high
societal costs”. Instead he recommended improving the quality of chronic pain prevention
and management.

The Economic Impact of Chronic Pain in Portugal
Annualised costs
€1,977.04 million
[95% CI (1,823.08−2,190.63)] direct costs
€2,645.90 million
[95% CI (2,007.95−3,347.41)] indirect costs
€4,611.69 million
[95% CI (3,930.20−5,362.71)] total costs

These estimates correspond to 1.16, 1.55,
and 2.71% of the Portugese annual GDP
in 2010, respectively.
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Total
Direct
Costs
43%

Total
Indirect
Costs
57%
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The centre of knowledge in
work incapacity focuses on reintegration with disabling pain
Saskia Decuman
National Institute of Health and Disability Insurance (NIHDI, RIZIV-INAMI),
Belgium
Saskia Decuman

Belgium has one of the highest (documented) prevalences of chronic pain
and the problem is particularly significant in people within the labour

market (ISP WIV, 2008). Saskia Decuman explained how the centre of knowledge in
work incapacity, a department within NIHDI, had been focusing on the reintegration of
employees with disabling pain in their research programmes for some years. A research
project had recently been finalised, which mapped the current situation in Belgium of
the social-professional reintegration of chronic pain patients. The NIHDI is responsible
for paying the benefits of people on work incapacity in Belgium. Decuman, an expert
in research & development (R&D) at NIHDI, described how the work at their centre of
knowledge was underpinned by three pillars:
1. Education: The first pillar centred on the education of the institute´s stakeholders,
“that means we have a disability management curriculum which is designed for
occupational physicians, but also job coaches and people working in rehabilitation
centres.” Decuman explained. The aim was to give course participants a structured
programme of disability management, “so they can be certified as a return-to-work
coordinator”, she continued.
2. Legislation: The 2nd pillar focused on legislation. Decuman described two main
initiatives within this area. The first targeted people with chronic disabling pain, but in
work. “While on work incapacity, people can re-join the workforce and get paid for the
hours they work and still receive a certain amount of benefits.” she said. This flexible
system has meant employees could be encouraged back to work earlier and should
they drop out again they would still receive a certain amount of income or benefits.
A further system within this area involved the re-training of employees. Decuman
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explained that if the medical advisor or social insurance company thought employees
could be reintegrated into their former job, but needed to refresh their skills, “we have
a system in which our institute reimburses the costs related to the updating of skills, or
if this is not possible and the employee needs to be re-educated, NIHDI can cover the
course costs under certain conditions.”
3. Research, with the emphasis on chronic disabling pain, represented the third pillar.
According to Decuman, universities and research groups in Belgium could apply for
funding, but the project had to be carried out within certain parameters, “researchers
looking at chronic disabling pain have to focus on early intervention, and we prioritise
those who are already affiliated with the work environment and the health sector”,
she said. This has led to research programmes being set up within multi-disciplinary
pain centres, where the team would be expected to collaborate with occupational
physicians in the workplace.
Decuman went on to describe the launch of a national study on the post-effects of work.
“We know this has already been assessed internationally,” she explained, “but the media
in Europe have a tendency to write negatively about this
subject and we wanted to have data specifically relevant
to Belgium.” The research showed that Belgians really

“Studies show that pain is

did want to work (Vlaams Patiëntenplatform, 2014).

without any doubt one of

It was clear from Decuman´s presentation that early
intervention and strong lines of communication between
all relevant stakeholders was paramount. The NIHDI´s

the most significant contributing factors for sickness absence due to MSD.

number one objective was to reintegrate workers into

Participation and coping

their former job, and if this was not possible employers

with pain are also key

were encouraged to be adaptable and offer alternative

aspects for patients facing

solutions. Saskia Decuman firmly believes that in the

diseases like cancer.“

right circumstances, an early return to work is beneficial
to both employer and employee.Rolke presented the
German law on hospice and palliative care as a best practice in the field, as it established
a 95% reimbursement level for palliative care treatment.
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Multimodal pain therapy:
reality?
Michael Schenk
Centre of Integrative Pain Medicine, Germany
Michael Schenk set out to give the working group participants an accurate
picture of how multi-modal pain therapy was delivered in Germany,

Michael Schenk

and specifically the pain centre he works at in Berlin. Representing the
Association of Medical and Physiological Psychotherapists in Pain, he

described how in-patients stayed 16 days at the Centre of Integrative Pain Medicine.
During that time they received multi-modal therapies with anthroposophical medicine
(complementary medicine developed by Rudolf Steiner). In-patients were those who had
been suffering with chronic pain for more than six months, or where there was a risk the
pain could become chronic in less than six months.
The focus at the Berlin centre is to try and resolve the spiritual impairment caused by
chronic pain, rather than the physical suffering. “Our clients have lost a certain meaning
to their lives,” Michael Schenk said. “They lose their
biographical perspective and their independence.
They have little faith in the future and see themselves

“Chronic pain is known

as incapable.” He continued to describe how clients

as one of the highest risk

were encouraged to discuss their future outlook, as
well as their work and personal biography with staff.

factors for social wellfunctioning and working

Schenk continued with a description of the suffering

capability. Multimodal

he was confronted with on a daily basis: “Our in-

pain therapy addresses

patients suffer from depression, panic disorders

bio-psychosocial aspects

and post-traumatic stress.” he said, “They have

and is an evidence-based

sleep disorders and have limited movement. All this

effective instrument to

put together causes a serious disruption to their
biographies.” He was not convinced that physical
exercise alone could help pain sufferers back to work.

support social wellbeing as well as working
function.“

One of the biggest problems facing the clinic in Berlin
was patients arriving too late. “By the time they get to
us, patients have either been given the wrong treatment, they have been sent to the wrong
place or they have received no treatment at all.” Schenk explained. “In addition, patients
can experience psychological problems and complicated neuropathic somatic issues,
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all of which are underlying conditions that have not been recognised.” he continued.
Schenk believes these people could also return to work if they were treated earlier, but
most important was how to prevent chronicity, “it´s important for the earliest possible
diagnosis, earliest possible intervention.” he said, “the quicker we can act, the smaller
the damage will be.”
In conclusion, Schenk´s key points included the need for better communication and
improved education for all low back pain and fibromyalgia. He also called for a better
monitoring of occupation groups, e.g. manual workers, who were particularly vulnerable to
back ache. Schenk also believed paediatricians should be integrated into the pain therapy
system, as there were also groups of children susceptible to pain-related conditions. Finally,
Schenk repeated the need for patients to receive a flexible and tailor-made pain therapy,
which would always include a multi-modal approach: outpatients, day clinic patients,
inpatients, and with social workers on board in severe cases from the start.
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Pain, rehabilitation and
reintegration of workers
in the workforce
Dame Carol Black
Department of Health England & Public Health England, UK
Dame Carol Black continued in the same mode as Stephen Bevan´s earlier

Dame Carol Black

presentation, encouraging the working group to think differently about how
pain sufferers are rehabilitated and reintegrated back into the workforce.

She asked participants to consider work as a possible therapeutic option, “Good work,
that is”, she stressed: “Going back to work should promote recovery.”
Black went on to explain how she had tried hard to convince people they did not have to
be 100% fit to work. “Otherwise, I don´t think any of us would be working.” she said.
She described the different players that were essential if society was going to get or keep
back pain sufferers at work. First there were the co-creators. These were the sufferers
themselves. Black talked about how they had to be motivated and fully informed, “You
need a cooperative and, if possible, contented patient, so that they are co-creating their
health.” she said.
Good clinical care was essential, and as Stephen Bevan had referred to in his earlier
presentation, “work should be a clinical outcome for those who normally are in work
Historical Perspective: 1957
• “Absenteeism is a much more complex problem, mainly because, although disease initiates absence, the time taken to return to work is influenced by a multitude of
social factors little to do with medicine, and the pathological diagnosis of the disease
is often in doubt.”
• “Absence from work is an inaccurate measure of morbidity – 90% of minor
illness does not lead to incapacity. Absence often depends not on a particular disease
process but on the standard of health for work that the patient sets – i.e. on the
patient’s ability to adjust to the working environment.”
• “Dissatisfaction with working conditions can often be counteracted by escape to
outside interests, which unfortunately include ill-health and absence. ”
Chiesman, 1957
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or who are reasonably close to the labour market.” Black reinforced what had been
touched on earlier in the afternoon that there was a real problem getting family doctors,
physiotherapists and social workers to understand the
need to see work as a clinical outcome. “A hugely
important cultural change is going to be needed here.”

“Ensuring all stakeholders
including governments

she said.

work together to address
Black´s ideal scenario would be to link a motivated

the very painful problems

patient to a good clinical service with good vocational
rehabilitation and work-conscious health professionals.

that keep people out of

But she reiterated that none of this was possible “if you

work.“

don´t have a flexible and good employer”
Black referred to research she had been involved with where she had come across “never
going back” syndrome. “These are people on sick leave and becoming more distant than
ever from the labour market.” she said. This was considered a particularly disastrous
outcome, as these people would end up in the benefits system, which, she reminded
delegates, “is a terrible place to be.” By mid-afternoon, a clear message was being
delivered of the need to develop “flexibility and adaptation in the workplace”. Black
believed this could only succeed with the input from another important player, “really
well-informed line managers.”
A further issue, “certainly in the UK” she claimed controversially, was the ability of some
people, unhappy with their working conditions, “to persuade a GP to write a medical
certificate that says back pain”. Black admitted there was still a huge problem with what
the real reason was for some people not being in employment.
Good Employment: Essential characteristics

Good work

Good workplaces

• Stable and safe
• Individual control
• Fair work demands

• Visible senior leadership
• Appropriately trained managers

• Flexible arrangements
• Opportunities training, promotion
• Promotes Health and Wellbeing

• Integration of OHS with health
promotion and illness prevention
• Monitoring & measurement

• Prevents isolation, discrimination
• Shares information
• Reintegrates sick/disabled if possible

• Empowering employees to care
for their own health
• Enabling staff engagement
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Improving the care of patients
with headaches and back pain
Harald Möhlmann
AOK Nordost, Germany
SIP 2016´s strap line was “Time for Action” and this was what Harald
Harald Möhlmann

Möhlmann promised his audience, “plenty of action”. First though he
wanted workshop participants to reduce their expectations from a macro
level to a micro or even a nano level. The projects Möhlmann wanted to

present were not going to solve all the problems, he said, “but we are able to do something
about the supply size of medical services.” AOK Nordost has set up two promising
initiatives in their local area (Berlin, Brandenburg and Mecklenburg Vorpommern), which
focus on headaches and backache. According to recent German surveys, approximately
70% of the population suffers from headaches.
In about 3% of the cases the condition was reportedly chronic. Around 7% of AOK´s
clients received treatment for headaches. Möhlmann described back pain as a huge issue
in Germany. Figures showed that about 60% of Germans suffered from backache and,
staggeringly, the number of surgical procedures for this had increased by 136% between
2006 and 2011. Approximately 47% of those insured by AOK Nordost received medical
treatment for back pain.
Möhlmann explained the “harsh reality” of the German system, “we have to recognise
that for more than half of those people suffering, it takes more than 2 years to receive
sufficiently effective pain treatment.”, he said. Möhlmann agreed these figures may sound
surprising, as it was often thought “Germany had a very sound healthcare system”, but
he went on to describe it as being “too segregated” and with little joined-up thinking,
“there is no plan how to organise treatment of pain in spatial dimensions.” he explained.
“We have no category in our planning of ambulatory care, which refers to treatment. So
a doctor in Germany could be specialised in the treatment of pain, but there is no system
to locate him in a particular area.”
Möhlmann described how AOK Nordost had attempted to act on this failing. “We try to
bring some structure back to this unwieldy system of non-responsibility. We try to provide
navigation through the system.” AOK has introduced a system of selective agreement,
with 100 programmes currently in operation, which are outside of the usual centralised,
collective bargaining approach, which, according to Möhlmann, was the norm in Germany.
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The two programmes that have shown the most promising results were BackSPECIAL
and HeadacheSPECIAL (AOK Nordost KopfschmerzSPEZIAL, 2015) (AOK Nordost
RückenSPEZIAL, 2015). The headache programme was started mid-2015 and Möhlmann
said there were already signs that chronicity was diminishing with the 80 people taking
part in the pilot programme at Berlin´s Charité hospital. Through an interdisciplinary
diagnosis and a multi-modal therapy programme involving medication, behavioural
psychology, movement therapy and training, patients
were being given the best tools to develop new coping
"There are programs that

strategies.

help to rehabilitate and
reintegrate workers into
the workforce by avoiding
sick certificates and operations. They may improve

The core element of BackSPECIAL was a second
opinion assessment, which addressed the necessity for
hospitalisation for spinal surgery. Möhlmann reminded
his audience of the 136% increase in spinal operations
between 2006 and 2011. Initial results had shown

the quality of healthcare

that over 80% of the planned spinal surgeries could

and everyday life."

have been avoided by using an outpatient multi-modal
therapy. Möhlmann accepted there was still a long way
to go to prove the reliability and effectiveness of the

“selective agreement” approach, but as he concluded, “even the longest journey has to
begin with the first steps.
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Pain, Work, Age
Anne Sophie Parent
AGE Platform Europe
Anne Sophie Parent ´s presentation was based on helping SIP delegates
navigate their way round some of the current projects up and running
in the EU, where pain could find its way onto the agenda. Parent has
Anne Sophie Parent

been secretary general of AGE Platform Europe since 2002 and directly
represents 40 million people over 50 across the EU-28. AGE aims to voice
and promote the interests of the 190 million inhabitants aged 50+ in the

European Union. Parent also sits on various advisory committees, but she stressed that
pain was not one of their focus areas, “our organisation
is not a patient organisation, but a large network, the
largest network actually, representing senior people, by

“To cope with its demo-

which I mean 50+ers, but in fact already the 40+ers

graphic challenge the EU

are excluded from the labour market, not necessarily

needs to support longer

because they have too much pain to stay in work, but

working lives. Political

because in the eyes of some they are too old.”
Members had recommended Anne Sophie Parent to
attend SIP 2016, as it was clear “pain is an experience

action to promote agefriendly workplaces is
needed at EU, national

that almost everybody will experience in one way or

and local level to prevent

another and the older we get the more risk there is of

work induced chronic

it becoming chronic”.

pain, reduce pain-related
functional limitations and

Anne Sophie Parent went on to share her wide
knowledge of EU initiatives that she said the pain
fraternity should be aware of, if not already. She began

help workers age in good
health..“

by reminding delegates of the UN convention on the
rights of persons with disabilities, which “makes it compulsory for employers to respond
to and accommodate the workplace needs of the individual” (United Nations, 2006).
However, she did admit that, from experience, this agreement was sometimes broadly
interpreted, “which could be great, but which, in other instances, could be regarded in
a very narrow way”.
Parent also described the “Healthy workplaces for all ages” campaign, which was
launched in April 2016 and runs for a year by the EU Occupational Safety and Health
Agency (EU-OSHA, 2016). “This campaign has four objectives,” she told delegates, “all
of which are aimed at preventing illness, injuries and also, we hope, pain.” As with the
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“Veto” programme, which ran successfully in Finland between 2003 and 2007, Parent
said OSHA´s campaign wanted to “increase the attractiveness of working life by being
more supportive and more flexible in meeting an employee´s needs”.
Anne Sophie Parent continued about an initiative by the EU social partners, the main
cross-industry organisations representing social partners at EU level, which was adopted in
September 2015 and favoured active ageing, which Parent said also included “supporting
longer working lives”. AGE is trying to convince the social partner group to take a broad
approach to ensure its workforces age in good health. This project seemed to be building
on similar initiatives from 2012, which marked the European Year for Active Ageing.
Anne Sophie Parent concluded by reminding the working group participants about the
“Social Protection Committee”, which is an EU advisory body for employment and social
affairs. Parent suggested the committee could be encouraged to organise a peer review
on the different dimensions of an ageing workforce, “including the experience or impact
of pain on long-term employment, or long-term sick leave, or early retirement”. The
secretary general of AGE felt such a proposal came under the committee´s mandate and
could lead to examples where public authorities have managed to save public spending
by “better managing the different conditions that an ageing workforce experienced,
and that could include pain.”
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Working Group 4
Closing remarks
Following the presentations, participants identified the areas they considered a priority for
the rehabilitation and reintegration of workers into the workforce. The group agreed the
most effective and efficient way to reduce the societal impact of chronic pain was through
the promotion and implementation of early interventions to support staying at work or
returning to work. The education of all stakeholder groups and patients was also deemed
vitally important to reduce the burden of pain. A number of recommendations designed
to encourage politicians to prioritise pain policy discussions at a European and national
level were discussed. These concrete policy suggestions were to be presented the following
day during the plenary session and following a final fine-tuning would be forwarded to
the European Institutes and national governments to keep the topic of pain high on the
political agenda.

SIP

122

123

SIP

Working Group 4
Pain, rehabilitation and reintegration of workers in the workforce

Working Group 4
in a Nutshell
“Well-timed workplace and healthcare investments among working age people
deliver sustainable returns in terms of productivity gains and social inclusion.”
Stephen Bevan, Institute for Employment Studies (IES), UK
“The economic arguments that we have and to some extent the evidence-base
are not yet strong enough or persuasive enough to get governments to change
or redirect their spending priorities.”
Stephen Bevan, Institute for Employment Studies (IES), UK
“While on work incapacity, people can re-join the workforce and get paid for the
hours they work and still receive a certain amount of benefits.”
Saskia Decuman, National Institute of Health and Disability Insurance (NIHDI), Belgium
“We have a system in which our institute reimburses the costs related to the
updating of skills, or if this is not possible and the employee needs to be reeducated, NIHDI can cover the course costs under certain conditions.”
Saskia Decuman, National Institute of Health and Disability Insurance (NIHDI), Belgium
“Researchers looking at chronic disabling pain have to focus on early intervention.”
Saskia Decuman, National Institute of Health and Disability Insurance (NIHDI), Belgium
“Our clients have lost a certain meaning to their lives. They lose their biographical
perspective.”
Michael Schenk, Centre of Integrative Pain Medicine, Germany
“The quicker we can act, the smaller the damage will be.”
Michael Schenk, Centre of Integrative Pain Medicine, Germany
“Going back to work should promote recovery.”
Dame Carol Black, Department of Health England & Public Health England, UK
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PAIN, REHABILITATION AND THE REINT
OF WORKERS IN THE WORKFORCE
“You need a cooperative and, if possible, contented patient, so that they are co-

DID YOU KNOW?

creating their health.”
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With the right treatment, chronic pain patients are more
productive and can stay in the workforce longer.
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i Fit for Work Foundation, Reducing Temporary Work Absence Through Early Intervention: The case of MSDs in the EU
ii Harald Breivik, Beverly Collett, Vittorio Ventafridda, Rob Cohen, Derek Gallacher, Survey of chronic pain in Europe: P
treatment, European Journal of Pain 10 (2006) 287–333.

iii Saastamoinen P, Laaksonen M, Kääriä SM, Lallukka T, Leino-Arjas P, Rahkonen O, Lahelma E.; Pain and disability retire
Pain. 2012 Mar;153(3):526-31. doi: 10.1016/j.pain.2011.11.005.

iv Erasmus University (Maria Gheorghe & Pieter van Baal) and Ecorys Nederland B.V (Ilaria Mosca). Health-related cons

in the EU: A probabilistic Markov-Model of age-related disability rates for selected disease causes and related impac
expenditure. Tender CHAFEA/2014/Health/07 . 2016 / commissioned by the European Commission.

The scientific framework of the “Societal Impact of Pain” (SIP) platform is under the responsibility of the Eur
Cooperation partners for SIP 2016 are Pain Alliance Europe (PAE) and Active Citizenship Network (ACN).
The pharma
SIP
GmbH is responsible for funding and non-financial support (e.g. logistical support). In the past the scientific aims o
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Working Group 4
Policy recommendations
For the EU:
1. The European Union, in the context of the Europe 2020 Strategy and European Semester
framework of economic governance, should promote policies that reflect the link
between health and sustainable and inclusive economic growth, and that promote the
interconnection of healthcare, work and social protection policies and systems.
2. The European Union should establish an EU platform for the exchange and benchmarking
of best practices between member states on pain management, vocational rehabilitation
and its impact on work and society. This will support the implementation of early
interventions in the interface between health and work.
3. The European Union should encourage member states to develop sustainable work
participation taking advantage of existing pain research (basic science, clinical,
epidemiological) and support additional research to fill the gap when needed, including
making use Eurobarometer surveys.
For Member States:
1. National governments should build bridges between healthcare, work and social
protection policies and systems, to improve the work participation of people with healthrelated challenges.
2. National governments should appoint and empower relevant national institutions (e.g.
cross-ministerial working groups) for Health and Work who report to and coordinate
policy among Health, Social, Labour and Finance Ministries.
3. National governments should increase investment in pain research (basic science, clinical,
epidemiological) in national research on pain management, vocational rehabilitation and
its impact on society.
4. National governments should invest in the prevention of chronic pain and accelerate
return to work via education and the earliest possible detection of patients at risk through
systematic screening and appropriate multidisciplinary pain therapy.
5. National governments should invest in interventions which have sustainable work
participation as an outcome.
6. National governments should prioritise vocational rehabilitation as part of the patient´s
general rehabilitation.
7. National plans should 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.
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8. National governments should invest in early intervention and technologies to prevent
involuntary early retirement and allow older workers to continue to benefit from
participation in the workplace.
9. National governments should prioritise chronic pain as a national public health priority:
• Develop and implement national policies and plans for chronic pain to maximise
opportunities for people of working age to stay in and/or return to work as soon
as possible.
• Make early intervention (prevention, diagnosis, treatment and care) and return to
work a priority of chronic pain management.
• Deliver novel, strategic and integrated approaches to health and work policy and
practice, to include sustainable work participation as a clinical outcome.
• Develop methodologies for chronic pain cost-of-illness studies and cost-effectiveness
evaluations of interventions to support rational decision-making and cost-effective
resource allocation in healthcare.
• Develop a multidisciplinary approach in the total chain of care.
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Attending a SIP event
for the first time
Antonella Cardone
Fit for Work Global Alliance, the Work Foundation Alliance, UK
The SIP 2016 symposium was Antonella Cardone ´s first SIP event.
Antonella Cardone

Colleagues had told her about these annual “Societal Impact of
Pain” events for a long time, so when she received an invitation
to attend she was eager to participate. As Executive Director of

Fit for Work Global Alliance at the Work Foundation in the UK, she was keen to
hear about the latest developments and be part of such a distinguished group
of experts from across Europe. The following is a description of how she spent
her two rewarding days in Brussels.
As the main focus of my work is ensuring that people with one or more chronic diseases
can stay in work, and if not, facilitating their return to work following poor health, I was
particularly drawn to Working Group 4´s (WG 4) topic at SIP 2016: “Pain, rehabilitation
and reintegration of workers in the workforce”. Furthermore, I had the opportunity to
be an active member of the SIP 2016 team, as I had been asked to be one of the group’s
rapporteurs. The rapporteurs handled the practical part of the Secretary´s role, taking
notes and compiling comments to adjust and finalise the recommendations put forward
and agreed by the WG participants. We then reported our recommendations back to the
plenum the following day.
The challenge was to make sure that while summarising the recommendations we did
not leave out any of the points discussed. So we had to play around a lot with the words
and make sure not to disappoint anybody. I hope we met our target!
In my opinion, the most important recommendation was: “The European Union should
establish an EU platform for the exchange and benchmarking of best practices between
member states on pain management, vocational rehabilitation and its impact on work
and society. This will support the implementation of early interventions in the interface
between health and work”.
I believe that the most effective and efficient way to reduce the societal impact of
chronic pain is through the promotion and implementation of early interventions to
support staying at work or return to work as an impactful solution to increase workforce
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productivity and quality of life. How could this be done at EU level with a cascade effect
on the Member States? Through an EU platform where all the relevant stakeholders can
share and benchmark best practices from which to draw case studies and models of care
on pain management!
The discussion in WG4 was very high profile and all the relevant stakeholders were
represented among the roughly 40 participants. A very relevant part of the discussion
focused on how to make the recommendations engaging and picked up on by policy
makers at different levels. To this extent, the direct involvement of policy makers, who
gave practical hints, was particularly useful. They suggested we always remind ourselves
who our target audience is, in order to address the right people. Our wording should be
direct, focused and most importantly, the proposals should be realistic and feasible in the
short-term. So we decided to split the recommendations into two groups, one aiming at
EU level and one aiming at country level. The MEP attending WG4, Jeroen Lenaers, was
very engaged and helped fine-tune the proposed recommendations.
What really impressed me of the whole event was how successfully the organisers
managed to bring together over 200 experts and stakeholders with a wide range of
experience, from research and academia, clinical and rehabilitation, to patients and policy
makers. More than 20 MEPs played an active role during
the 2-day symposium. Their presence was not symbolic.
“Fit for Work vision is that

They were clearly committed to help address the issue

workability for people

of pain as a societal burden and find solutions together.

with chronic conditions,
including pain, should become a priority outcome
of the clinical care. This

The two days were intense, but well balanced between
the work and networking sessions. I also enjoyed the
networking time allocated throughout the symposium
and specifically the networking dinner. That was a great

will lead to maximising

opportunity to meet up with new people, exchange

work productivity, inclu-

ideas on possible new projects and, of course, exchange

siveness and therapeutic

business cards!

benefits for the patient.”
I liaised with the Secretary General of the AGE Platform
Europe with whom we now plan to strengthen the
collaboration on future projects in the area of healthy ageing. I met with the Business
Development and Corporate Relations Manager at EFORT and we are now exploring the
possibility to involve them into the Fit for Work Global Alliance. I exchanged views with
the Scientific Director at the No Pain Foundation in Malta, which will be particularly helpful
for the next SIP meeting under the EU Maltese Presidency in 2017. This is just to mention
a few among several people I had the opportunity to meet.
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One last remark is on the fact that the event was not organised in a hotel, but in two
different venues, the European Parliament and the very elegant Concert Noble in Brussels,
which although not far from our hotel, allowed delegates to walk a bit and get some fresh
air. We all know how important it is to take regular work breaks and, ideally, get some
fresh air to be more productive and increase our wellbeing at the workplace.
It is now important for all those involved to maintain an open line of communication with
the delegates to keep the momentum going and guarantee continual updates on how
the action around the recommendations is progressing.
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Pain as healthcare quality indicator in Germany

Pain as healthcare quality
indicator in Germany
Michael Schaefer and Thomas Isenberg
German Pain Society
The German Pain Society has most recently been very much involved in
raising interest into Pain as a Quality Indicator. At the society´s 1st National
Pain Forum in September 2014, a broad array of stakeholders of the
country´s healthcare system met in Berlin. Annually this conference debates

Michael Schaefer

pain issues, this year the forum plans to go into the details of pain as a
healthcare quality indicator. As a result of all these efforts and high-profile gatherings,
the Permanent Conference of Health Ministries of the Germany Federal States passed a
resolution demanding the introduction of a “Pain-Indicator” in hospitals.
The society´s president, Michael Schaefer and executive director Thomas Isenberg describe
how Germany´s healthcare system is currently lacking a joined-up pain therapy approach
and how pain quality indicators could incentivise health professionals to take pain care
more seriously.
Michael Schaefer (MS): In Germany, we have different benchmarking systems for
acute pain called, for example, QUIPS/PainOut or Certcom. These projects feed back in
an anonymous way patient-reported outcomes on post-operative pain management to
hospitals. Pain levels are assessed depending on different surgery procedures. There is
a large variability between good hospitals and those that need to be improved and the
feedback gives the necessary incentive for a change. However, only 10% of German
hospitals participate in this. Nowadays, due to increasing
economic pressure and the way hospitals get paid for
their services, more and more of these institutions are
considering reducing pain services, as they can save
money.

“The Permanent Conference of Health Ministries
of the German Federal
States passed a resolution

Andrew Littlejohn (ALJ): In what way do pain patients

demanding the introduc-

suffer in Germany?

tion of a “Pain-Indicator”

MS: Regular ongoing studies assessing pain during

in Hospitals.“

different surgical procedures have revealed that with
certain procedures patients still feel pain after three months. This is often a consequence
of not receiving adequate pain treatment during or after surgery. If the pain persists, it
inevitably develops into chronic pain.
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ALJ: How would pain quality indicators improve this from the perspective
of the patient?
Thomas Isenberg (TI): Hospitals should have departments with an acute
pain service for complex patients. Specialist pain doctors and nurses
would be employed. A mandatory pain structure and process would be
required, put in place by the federal states, as they are responsible for the
infrastructure of hospitals. Alternatively, or in addition, the Federal Joint
Committee (GBA) could make it mandatory for each hospital to adhere to
Thomas Isenberg

pain quality indicators before being able to apply for reimbursement. The
Federal Joint Committee, a kind of self-governing administrative structure
under the supervision of the ministry, is made up of doctors’ associations,

hospital organisations, statutory sickness funds and patients. This institution decides on
the details of healthcare delivery in Germany and has been mandated by law to set up
indicators in several areas. We urge the committee to work on criteria for good pain care
in hospitals. Such a proposal is currently being prepared and will be put forward by the
patient representatives officially. This process has started and now the task is to get pain,
eventually both chronic and acute pain, into this regulatory framework as well.
ALJ: Are these reforms possible on a European level?
TI: What the EU could do is take on an advisory role. It could also use its instruments of
the EU´s official “Open Method of Coordination” (OMC). For example, they could set
up workshops on a European level to address these issues and to collect information
from member states and look at where there already
are indicators existing. It might also be worthwhile
implementing such issues in several departments and

“Strong National Pain

programmes of both the health and research directorate.

Societies are an important

In the long run, they might even put forward a separate

factor to achieve success

“pain” programme, offering budgets for specific tasks.

in terms of a comprehen-

The Parliament might ask the Commission to develop

sive multi-level agenda

an appropriate strategy. But I cannot imagine legislative
actions in the area of pain within the EU´s legislative
framework, due to national competences. However,

setting for “Pain Issues”
internationally.“

to raise the issue might be an important public health
concern as such. Not the same, but similar to hygiene, for example. There, nearly all
member states have hygiene indicators and often you can see how good or bad a hospital
is. Transparency will be the key. Patient information forums and (voluntary) benchmarking
systems could be set up or co-funded on a European level as well. Also the European
Observatory on Health Systems could be asked to implement the “Pain Issue” into its
working programme.
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ALJ: What difference can pain quality indicators make?
MS: There is a very good example in the Netherlands. Before they introduced pain as
a quality indicator within the hospital environment, there were few pain services for
inpatients. As soon as they introduced this quality indicator policy, every hospital had to
mention in their annual quality management report what they were doing and where they
stood in fully implementing the pain policy. There was a 100% positive response. This is
also what we would expect. In the end you can only expect 100%.
ALJ: Do you think a league table of good and bad hospitals would help people decide
where they can get the best pain treatment?
MS: If a quality indicator was to be introduced and there were requests for each hospital
to complete a quality management report, then this might be the consequence. You would
see a Bundesliga of hospitals; those in the premier league and those in the second or third
divisions. However, quality indicators should mainly give an incentive for improvement,
and not only for classification.
ALJ: Looking into the crystal ball, how do you see pain management improving in future
in Germany?
MS: In 2016 our main focus has been on pain as a quality indicator. That will also be the
subject dominating our 3rd National Pain Forum in September. We also have the feeling
right now that pain awareness is on the rise among politicians. They are becoming sensitive
to the topic. I admit it may not be a matter of months before we see change, but most
probably in a few years.
TI: In the meantime, pain organisations should be working to get resolutions passed
within their own medical boards and scientific committees. This is not only an issue of the
legislative framework. It is also an issue for those within our healthcare systems. Medical
experts in hospitals, in out-patient care, in health insurances, in research etc. need to be
saying, “Yes, we need such processes for pain and pain indicators”. This would also be
my message to the European platform SIP. It is far too easy just to tell politicians what
they have to do. We forget sometimes that the majority of politicians tend to follow what
large parts of the medical fraternity think would be worthwhile doing. So hospital and
doctor organisations have to convince their members and other relevant stakeholders in
the healthcare system to make this issue their issue, otherwise society will not change fast
enough.
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Plenary Session
Theresa Griffin, MEP
Group of the Progressive Alliance of Socialists and Democrats in the
European Parliament
Bart Morlion
European Pain Federation EFIC®
Theresa Griffin

Fernando Cervero
International Association for the Study of Pain (IASP)

The Plenary Session opened with an engaging round table discussion on pain,
rehabilitation and reintegration of workers in the workforce between Theresa
Griffin MEP (S&D), Bart Morlion, President-elect
of EFIC and Fernando Cervero, Past President of
IASP. This had also been the topic of one of the SIP
working groups the previous day.

“Throughout my political career I have held the
strong belief that every-

MEP Griffin, who is deeply involved in industry and

one should have access

employment issues on a European level, opened the

to quality employment

discussion stating her strongly-held belief that everyone
should have access to quality employment, regardless
of circumstances. For those trying to re-enter the
work environment the MEP made clear reintegration

- regardless of their circumstances. One difficult
and under-debated barrier

was not just about employers making “reasonable

into work is poorly man-

adjustments”, there had to be a “full holistic approach to

aged pain. Chronic pain

pain management”. However promising this may have

and lack of proper holistic

sounded, one of the biggest hurdles still seemed to be

pain management often

convincing employers how best to manage pain. But
MEP Griffin seemed confident the European parliament
was ready to put chronic pain issues higher up the
political agenda.

pushes individuals into
early retirement, or keeps
them out of work, when
they would otherwise

Bart Morlion was obviously pleased to hear first-hand

chose to keep working.“

that Brussels was interested in moving the pain agenda

Theresa Griffin

forward. He reminded the audience that reintegration
was not just about the societal and economic benefits,
but also had a personal and therapeutic benefit in managing pain. Fernando Cervero
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reinforced this implying that medication had in some ways almost
become the least important aspect of pain treatment. He felt the greatest
advance in the understanding of pain
mechanisms in recent years had been in
“Pain is a complex experi-

the biopsychosocial model, where the

ence that can only be

patient was treated as a whole.

measured by the verbal
reports of patients.“
Fernando Cervero

Theresa Griffin admitted there still
needed to be more harmonisation
between national governments and EU
institutions. However she reinforced that

Fernando Cervero

the mood in Brussels was positive and
receptive towards the better management of pain. “A lot of negotiations are happening,”
she said, “but we now need concrete steps to take us on to the next level.” She especially
called on those suffering from chronic pain to make their recommendations clear. This
prompted audience member Joop van Griensven, President of Pain Alliance Europe, to
explain to the MEP that pain sufferers were already engaged in discussionsat parliamentary
levels, addressing policy makers and negotiating with Directorate Generals, but when it
came to making a difference he explained there was no one person who could address
the issue properly. This means the point often got lost. He therefore proposed a pain
champion within the European Parliament.
The discussion moved on to the prevention of chronic pain and Griffin
agreed wholeheartedly that prevention should be seen as an investment
in society´s future, rather than a cost. Morlion shared figures with the
audience, which showed prevention strategies were still a low priority for
European institutions. 97% of healthcare budgets were allegedly spent
on treatment, which left only 3% for prevention. The president-elect
of EFIC suggested that even with the 97%, if a little more focus could
be placed on actively intervening to stop the chronification of pain, this
would already be a significant move in the right direction. On the issue
of chronification, Cervero pushed the argument to invest in further basic
research to establish the point at which acute pain became chronic, as

Bart Morlion

the former president of IASP was convinced there was a link between the
mechanism of chronification and the prevention of chronic pain.
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MEPs at SIP 2016 reinforce
the need for pain management
to be higher up the political
agenda
Heinz K. Becker, MEP
Group of the European People’s Party (Christian Democrats)

Heinz K. Becker

We have to act now. Although money for the coming year’s plenary session
budget has already been allocated, it is important to look ahead and make appropriate
budgetary preparations on a European level for 2018. This will be an important year to
act, because nothing much is expected to happen in 2019, as this is the year in which
elections and the construction of the new Commission will dominate the agenda. In the
coming weeks, along with our SIP partners, we want to
formulate the political agenda that we want to address
to the European Commission.

“I fully support the
Societal Impact of Pain

As is well known, the primary issues we are dealing

platform. Our strategy on

with, such as health-, social system-, and labour market-

active ageing in Europe

related issues, are all within national competences,

has to take into account

so Brussels cannot legislate on these matters. But
Europe is strong in research and the responsibility of

the impact that untreated

the Commission is to be the driving force of all that is

pain can have on the qual-

relevant to society. We are all also aware of the so-called

ity of life of elders as well

“soft power” of the EU, which quietly runs alongside

as their age of retirement

the legislative path, putting pressure on the relevant

and inactivity. Together

institutions, making them aware of the issues and their
responsibility to society.

with SIP, I want to raise
awareness of the impact

As well as being a Member of the European Parliament

of pain and identify poli-

(MEP), I am also general secretary of the Austrian Senior

cies on European level to

Citizens Association. Our association is one of two large

improve pain care.“

organisations that are legally accepted institutions in
Brussels. We are in a position to influence all laws in
advance. The proposed legislative frameworks have to be submitted to us, as they do to
the social partners, industry, the chambers or whoever. We also have amendment rights.
No other senior citizens’ representation in Europe has that.

SIP

140

From my work in this field, it is clear that early retirement is a matter of utmost relevance.
It causes our pension systems to suffer. With this in mind, we need the support of the
European Commission as a partner. A further 20 Members of the European Parliament
have already shown their support and with their help we can increase pressure on the
Commission in a positive way. And I hope the expertise of the SIP platform will guide
us along this path to success. Your expertise and your ability to make decisions should
lead us to a position where we can motivate the Commission to realise its responsibility
in this area and act upon it.
Simultaneously, we need to increase pressure on the individual governments of the
European Union. If we manage this, it will be a great success. I look forward to supporting
SIP in whichever way I can.
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Takis Hadjigeorgiou, MEP
Confederal Group of the European United Left - Nordic Green Left
SIP 2016 is of particular importance, because my country, Cyprus, is
currently discussing services to be included in a basket of health services
available to Cypriot citizens. These services will form the basis of a national
health system. SIP 2016 has convinced me that my country must give
due consideration to the integration of pain care services in this future
system. These services should not only encompass pain treatment, but
Takis Hadjigeorgiou

we need to spread information among citizens about chronic pain and
most importantly, that this is not an avoidable part of life. In this sense,
I believe that pain prevention and

treatment are key issues that should be addressed to
help prevent increasing problems in our ageing society.

"Chronic pain affects

The EU institutions together with European governments

a large proportion of

have to join forces to act and put the Societal Impact of

the adult population in

Pain on their policy agenda.

Europe. It is our duty as

I am proud to participate in a broad consensus for policy
action being built at policy level. I call on the current

elected representatives of
this people to do our ut-

trio presidency, the Netherlands, Slovakia and Malta

most to ensure that Euro-

to deliver on its promise to adapt Council conclusions

pean policies in the health

on fighting non-communicable diseases, including

sector have at their core

recommendations to member states to dedicate specific

this population group."

intentions to chronic pain prevention and treatment in
national care standards. I am committed to drive further
in the European Parliament these calls on the Commission and member states to include
pain in health policies and support every European and their right to a good quality of
life. This is the least we can do.
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Giovanni La Via, MEP
Group of the European People’s Party (Christian Democrats)
We need to talk about pain. Pain is not at the core of our legislation, so
it is important to make clear that we want and we need to do more. The
challenges that health systems are currently facing require the introduction
of policies and measures able to improve cost-effectiveness and costcontainment, while ensuring the sustainability of healthcare systems, safety
of patients and equitable access to high-quality healthcare. In order to
succeed, we need political commitment, organisation and financing. We
need a shift in health policy and in the way we finance, organise and

Giovanni La Via

operate our health systems with a strong focus on prevention and health
promotion. We need to involve and inform our citizens better. I believe spending on public
health should be seen as a worthwhile expenditure and, for me, financing health is an
important investment that we have to improve. Until now we have not done enough.
The more we invest in prevention, innovation and research now, the less pain treatment will
cost in the future. Firstly, the European parliament will make sure policy access will include
simple, but strong, measures to support national governments in establishing pain as a
health indicator and a quality-care service indicator. This would result in a more accurate
evaluation and effectiveness of concrete policy innovation and policy translation of the
broader impact of pain in the elderly population. Secondly, we shall seek to implement
improved mechanisms for exchange of policy practices across different countries, and
thirdly, it is our aim to improve prevention, early intervention, diagnosis and management of
chronic pain across all relevant medical specialities in primary care, including the consistent
use of existing scientifically-validated tools to measure
“The more we invest in

pain. The fourth point is to improve the adjudication of
healthcare professionals. We need to involve medical

prevention, innovation

professionals from different relevant specialities, as well

and research now, the less

as patient and healthcare service management bodies.

pain treatment will cost in

Improving educational standards is probably one of

the future.”

the most important tasks ahead, because we have not
done enough up until now. The fifth point focuses on
the reintegration of social and physical rehabilitation in

healthcare outcomes in the management of healthcare conditions affecting the elderly,
namely chronic diseases, but also cancer survivors.
I personally am promoting with colleagues a written declaration on chronic pain, because
we believe access to treatment, continuing quality of care, innovation, and above all,
fairness to elderly patients with chronic pain are still not guaranteed.
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We plan to invite the European Commission to propose a directive for the creation of
a network of Centres of Excellence able to ensure competent expertise and access to
appropriate care, reducing socio-economic costs and providing adequate universal training
dedicated to chronic pain, in order to expand the next generation of experts.
In conclusion, our presence at SIP 2016 clearly testifies our commitment to work for better
regulation and cooperation, in order to further develop high quality and efficiency of the
current system and to reach together the ambitious goals for our citizens’ health. We now
need to get the whole of society involved, with the help of all those attending SIP 2016,
to pressurise their representative in the European Parliament to support this declaration,
because only then will the argument be strong enough for the Commission to legislate.*

*Note after the meeting: On 12 September MEP Giovanni La Via put forward the written
declaration below to the European Parliament calling for better treatment for chronic pain
patients as declared at the SIP Symposium in May (Reference). At the moment of print the
outcome of the discussions in the Parliament is not yet known.
Written declaration, under Rule 136 of Parliament’s Rules of Procedure, on chronic noncancer pain in people over 65
1. One in five Europeans suffers from chronic non-cancer pain. One in four is affected by
severe chronic pain, especially among people over 65.
2. The total direct and indirect healthcare costs for chronic pain disorders in Member States
vary from 2 % to 2.9 % of GDP, with an EU average of 2.4 % and a cost of EUR 271
billion per year.
3. The impact of the treatment of chronic pain on Member States’ health and economic
systems includes a heavy loss of work days and a higher cost of treatments.
4. Access to treatments, continuity and quality of care, innovation and, above all, fairness
to elderly patients with chronic pain are still today not guaranteed.
5. The Commission is therefore called upon to:
• contribute to the creation of a network of centres of excellence able to ensure
competent expertise and access to appropriate care, reduce socio-economic costs
and provide adequate training at university level on the subject of chronic pain with
a view to expanding the network of expertise;
• carry out awareness-raising activities and develop patient orientation plans as regards
chronic non-cancer pain, with the active involvement of pharmacies.
6. This declaration, together with the names of the signatories, is forwarded to the Council
and the Commission.
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Miroslav Mikolášik, MEP
Group of the European People’s Party (Christian Democrats)
I am a member of the Environment, Public Health and Food Safety
Committee in the European Parliament and this is the committee SIP
delegates have to turn to and work with
“We need to work to-

intensively.

gether. Politicians and

Europe is spending a lot of money on

pain specialists have to

different programmes, but unfortunately

get to know each other

too little money is being spent on

and work together to

prevention in public health. As every

produce a very good Directive, recommendation,
declaration, even possibly,

Miroslav Mikolášik

member state is responsible for its own healthcare, it
means health policies cannot be regulated or imposed
from the Commission in Brussels.

regulation, which can

But we are able to produce good Directives, we have texts

influence citizens of our

debated and adopted by the European parliament, which

member states.”

are all being discussed in the Council. This means the 28
Minsters of Health from the member states should, and
do, take into account the endeavours of the different

committees. I want only to tell you that I am on your side. You have a friend and a partner
in the European Parliament. But we have to work together, because politicians and people
who are in charge of this very important topic have to know each other and understand
each other´s role and responsibility.
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Alfred Sant, MEP
Group of the Progressive Alliance of Socialists and Democrats in the
European Parliament
Education is the key to improving knowledge of the burden of pain
and its management. We should therefore emphasise the educational
aspect as the way forward. My country, Malta, has decided to support
the organisation of next year´s Societal
Impact of Pain Symposium.
“Pain is a common ele-

Alfred Sant

The official recognition that the Malta

ment of numerous chronic

government has given to SIP 2017 is

diseases. The European

a sign of the relevance of this pressing issue and the

Union and member states

seriousness of the impact pain has on European societies.
I am confident that SIP 2016´s conclusions for action
will lead to substantial policy developments that will be
further discussed in Malta.

must act now on the urgent burden that it causes
individually to patients
and seek to make chronic

SIP 2017 will be a good opportunity to give visibility to

pain relief an integral part

the very important issue of pain treatment. The event´s

of public health policies.“

presence on the Maltese presidency official calendar is
the perfect occasion to stress to national policymakers
the importance of addressing pain issues. In the meantime, I will closely follow any
developments in the European parliament supporting policies to address the Societal
Impact of Pain and I hope we will have the opportunity to discuss further strategies to
achieve success in this field.
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A Road Map for Action
Chris Wells
European Pain Federation EFIC®
In 2001, EFIC published its Declaration on Pain: “Chronic Pain as a
Major Healthcare Problem, a Disease in its Own Right” (EFIC, 2001). The
Declaration called on national governments and the EU Institutions to
increase the level of awareness of the societal impact of pain.

Chris Wells

In 2010, the International Association for the Study of Pain (IASP) published
a Declaration of Montreal, which highlighted the importance of pain care, stating access
to pain management is a “Fundamental Human Right” (Declaration of Montreal, 2010).
Governments and healthcare institutions were obliged to establish laws, policies, and
systems that would help promote the access of people in pain to fully adequate pain
management. Patients should be offered the pain management they deserved.
Then in 2012, the “Declaration of Miami” was signed by an international group of
organisations that called for better pain treatment
and the promotion of pain medicine all over the world
(WIP, EFIC, WSPC, WIP foundation, 2012). The global
community was expected to have up-to-date pain
management in a timely manner.

“Since 2011, the European
Pain Federation EFIC® has
worked, together with European and national pol-

The first SIP symposium to take place in the European
Parliament occurred in 2011. It was at that event
that we came up with “A Roadmap for Action” (SIP
Roadmap, 2011). To take this idea forward, we devised
a questionnaire to find out what actions against pain

icy makers, on the “Road
Map for Action” outlining
how to effectively address
the societal impact of pain

had been taken across Europe. 36 countries participated

at policy level. Five years

(Treede & van Rooij, 2011). The roadmap was colour-

later, we are seeing some

coded. If nations were coloured in green it meant the

concrete results!”

action had been completed. Blue signified “nearly
completed”, while yellow demonstrated that actions
were “in progress”. Red and then a darker red showed the countries that had just
“started” or “not started” respectively. This method was repeated in 2014.
The first question sought to find out which countries had already launched a national
action plan. Portugal, Spain, Italy and Belgium were four of seven nations to report that
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their action plan was up and running. Yellow dominated the roadmap, which implied most
countries were making progress with their plan. When asked if pain care was recognised
as a top priority for their national statutory healthcare authority, around 17 countries
showed up in one of the two reds, which revealed much still has to be done to address
pain management as a top priority.
The question referring to acute pain services, and whether or not they have been
established in hospitals, painted a more positive picture. Services had been established in
all hospitals in six nations, including the UK, Portugal, Switzerland and Italy. And a large
number of nations answered they had almost completed the process. The survey also
asked if there was national data available on the effects that poor pain management had
on the healthcare system and economy. Here Portugal was the leading example being the
only nation to report it had a complete log of data available. Although there were large
swathes of yellow spread across the roadmap, the majority of nations fell into the red. It
is clear the cost of pain to healthcare and to economies is high.
And finally, when asked if the basics of pain medicine and care were being taught in
residency programmes for all medical specialties, the majority of nations claimed it
was work-in-progress. France was the largest nation to state that residency teaching
programmes had been fully implemented. Otherwise, the bulk of nations had a curriculum
in progress, or they were in one of the red zones. There is still much to be done here,
because these basics need to be established in residency programmes for all medical
specialties.
Launch of national action plans against pain progresses

Has a national
action plan against
pain has been
launched?

Completed
Nearly completed
In progress
Started
Not started
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EFIC is committed to education. One of the important outcomes of SIP 2014, where
everybody agreed (patients, healthcare providers, politicians and doctors), was that the
way forward was through better education for doctors (SIP platform, 2014). It is not that
we are lacking in treatments, it is simply that those treatments are not applied. EFIC has
had an undergraduate curriculum in place for a few years now. Over the past 18 months,
we have been working hard to create a postgraduate curriculum for all doctors dealing
with pain. This will be rolled out to all healthcare professionals over the next few years.
And we will have our first exam leading to a diploma in pain medicine by March 2017.
Rheumatologists, GPs and neurologists will then be able to sub-specialise in pain, so that
they can show they have the basic knowledge to assess and properly manage a patient
with chronic pain, which just doesn´t happen at the moment.
EFIC also spends a huge amount on training schools. We have five across Europe. We
also offer scholarships for individuals. Students can attend a Centre of Excellence and
learn about the latest pain management techniques and, of course, our conferences
and congresses spread the knowledge and exchange best practices. As well as medical
education, we also need to focus on patient education. The next two parts of the roadmap
focus on research and better education for the public. In response to “Has an educational
program on pain patho-physiology for the general public (“pain is real”) been launched?”
the bulk of the colouring was yellow with some red. It is clear that the public (patients and
their families) deserve more and better education.
The picture was worse when asked about the existence of national programmes for basic
science research on pain. This was one of the few examples where dark red (not started)
dominated.
The public (patients and their family) deserve more and better education

Has an educational
program on pain
pathophysiology for
the general public
(“pain is real”)
been launched?

Completed
Nearly completed
In progress
Started
Not started
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We need to fill in the gaps. We need to include all endorsing partner organisations. It
is fantastic that we have over 160 organisations endorsing SIP 2016. We need to crossvalidate data and publish the current state of best pain management. We need to monitor
progress through the Roadmap and other initiatives and we need to communicate the
findings to national and EU governments to improve policy-making regarding the societal
impact of pain.
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The patient´s story – the need
for improved pain care
Joop van Griensven
Pain Alliance Europe (PAE)
In the past people with chronic pain weren´t taken seriously. Hypochondriac,
Joop van Griensven

lazy, work shy, scum, idiots, poseurs, these are some of the nicer words
people used to describe chronic pain patients. It is not only the people
on the street who called them that; policy makers, politicians, medical

professionals, they´ve all done it. But why? It´s simple. They didn´t understand the problem
and what easier way to get rid of the message than to blame the messenger and do nothing.
And we, the patients, less educated, not empowered, overwhelmed by what has happened
to us, didn´t talk back. We believed the educated people. We went home thinking we
were crazy, blaming ourselves for our situation and suffering in silence. Or we were locked
up in some kind of mental facility, as though we were seeing ghosts. I can hear you say,
“OK, but this happened in past centuries”. No, that was only 16 years ago.
Between 2012 and 2014 PAE together with the Active Citizenship Network (ACN), and
supported by Grünenthal, carried out the Pain Pathway Recommendations Project (Pain
Pathway Recommendations, 2013). This involved retrieving information from three levels
of involved parties: health ministries, patient and civic organisations and healthcare
professionals. The questions put to these groups concerned five different patient´s rights:
the right to be believed; to have pain treated and managed at the earliest possible stage;
to have access to the best possible technologies and therapies; to be informed about all
options and to make an informed choice; and the right to live with the least amount of
pain possible. If we had set this for diabetes or heart conditions everyone who responded
to the questions would probably have scored from 90 to 100? I would like to highlight just
one of those rights, and, in our opinion, the most important one: the right to be believed.
Only 45% of institutions said they believed patients. Worse than that, only 44% of
patient and civic groups believed the patients. However, the most worrying factor was
that only 77% of medical professionals believed their own patients. It just shows that even
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nowadays, after years of discourse, and so much has been written about health economics
and participation in society, we are still not in a situation where the first person we meet
on this pain journey believes us.
If I sat a test and came out with a score of 77%, I would be very happy. There is no doubt
about that. But if I visit my doctor and there is only a one in four chance that I will be
believed, then that is not good. If you translate that to European figures that would mean
25 million chronic pain patients, actively seeing a physician, would not be believed. And
that would be more than there are people living in the Baltic States, Finland, Denmark
and Bulgaria together. So this is a huge problem.
There was probably no need to give you those statistics, because I know you are convinced
of the need for change. But sadly, that 23% percent of physicians and healthcare
professionals who were reported not to believe do not attend these sorts of events, as
they lack the education to identify the problem. And that problem is larger than one would
think. In addition, although 77% of physicians believe us, it does not mean anything about
the quality of care they provide. Believing is not the same as being offered good therapy.
Education is important for healthcare professionals, but it is equally important for patients
and society as a whole. That would mean awareness
“It is most important that

campaigns and prevention campaigns and simple, plain
information sheets targeted not only at chronic pain

the patient and physician

sufferers, but at their loved ones, at employees and at

believe each other and

governments, to name just a few.

trust each other’s viewpoint as being in the best
interest of all involved.”

PAE´s mission is to improve the quality of life of people
living with chronic pain in Europe. It would be great if we
could get to that. Pain as an indicator would open ways
to improve the quality of care and life of chronic pain

patients. Pain as a disease or a symptom, if fully discussed, would open the doors to better
management and also improve the quality of life. Good rehabilitation and reintegration
programmes also work to improve the quality of life. This is what we are fighting for.
But most of all, we need to believe each other. When we achieve that we can not only
speak to each other, but are also able to listen to each other and together find solutions.
But as we all know, there is no simple solution that fits all.
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Working together to
improve pain policy
Alberto Grua
Grünenthal
When we started coming to Brussels for the SIP symposiums five years
ago, the aim was to bring as many stakeholders together as possible and

Alberto Grua

then share the different viewpoints coming from the different European
countries. Of course, change is not something that happens overnight, but
in the last five years we have seen many good things.
At the first SIP Congress in Brussels in 2011 the Innovative Medicines Initiative (IMI) was
introduced, which is currently the largest public-private partnership (PPP) that is dedicated
to pharmaceutical innovation. IMI represents a joining of forces in the healthcare sector and
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). Its success can be reflected in the €3.3 billion
budget commitment for 2014 – 2024. The European Commission provides slightly more
than half of the funds, while EFPIA invests the rest in-kind (EFPIA, 2016).
With a number of pharmaceutical companies on board, including Grünenthal, we are all
trying to generate good research and learn as much as
we can about pain. Specific projects are in preparation,
which will facilitate an optimised management of pain
patients. These projects cover the spectrum from early

“At SIP 2016 we have the
unique opportunity to

research to clinical practice and focus on acute or chronic

bring the discussion of

pain, including pelvic and neuropathic pain, reflecting the

the societal impact of pain

diversity of pain.

one step further in favour
of those who count most:

When we say pain, what do we actually mean? I am sure
if we asked that question to a room filled with a couple
of hundred people, we would probably get a couple of
hundred different answers. It is most important first of

patients, relatives, friends,
all people we know and
people we love.”

all to understand exactly what pain is all about, what are
the numbers behind that and then translate them into what the impact is on our society.
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SIP is proud to play a part in contributing to this journey to improve pain policy in Europe. This
year SIP 2016 is bigger than ever with more than 240 registered participants, representing
31 nationalities. Over 160 organisations are represented and twice as many have endorsed
the SIP symposia. Over 20 MEPs are actively involved in the 2-day programme.
One of the privileges of my job is that I travel a lot and I can honestly say Europe has one
of the most integrated networks of care. I have never seen anything like it. We should be
proud of what we have achieved and continue to be resilient. Five years ago we were just
as committed as we are today and with further discussions and sharing of experiences we
will in the end make a significant impact.
My vision today is as it was back in 2011, to ensure access to adequate pain treatment for
all citizens, and to unite all organisations and societies advocating better pain care to jointly
address, define and foster pain policies.
The Innovative Medicines Initiative is the largest public-private partnership for health research worldwide

€3.276 bn

€1.638 bn
funds - cash

GRÜNENTHAL

Name der Präsentation

Partnership
2014 - 2024

€1.425 bn
in-kind
investments

Datum

Page 1
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Pain research: What can
the EU institutions do?
Maria-Jose Vidal Ragout
European Commission, DG Research
Europe has a strong tradition in healthcare research and innovation, with
Maria-Jose Vidal Ragout

excellent universities and a highly innovative pharmaceutical sector made
up of large and small businesses. We are also endowed with significant
strengths due to our diverse populations and cultural backgrounds. The

EU health research programmes need to take stock of these positives to translate science
to benefit citizens; test and demonstrate new healthcare models, approaches and tools;
promote healthy and active ageing; improve health outcomes and reduce inequalities;
support a competitive health sector; and very important for us at DG Research, to provide
evidence-base for effective health policy development.
We do this by supporting collaborative research, trans-European networks in the area of
life science and by favouring public-private partnerships. The Innovative Medicines Initiative
(IMI) intends to speed up the development of drug research. As health is such a big issue,
we also have global co-operations. And we have several and different consortiums on rare
diseases, on traumatic pain injuries or in the field of communicable and non-communicable
diseases, but also we are developing public partnerships e.g. our first European clinical trials
for malaria tuberculosis and Aids.
What about the pain challenges? As has been well documented, although there are no real
figures, 20% of adults are estimated to suffer from pain globally, chronic pain occurs in 19%
of adult Europeans and low back pain is considered the number-one cause of years lost
to disability worldwide, according to the 2010 global burden of diseases study. We know
pain affects all populations, but it is unevenly distributed, affecting mainly low and middle
income countries. The aetiology is complex and we need a multidisciplinary approach if
we really want to tackle it. Co-morbidity with all the chronic non-communicable diseases
is a very important point, so we need research to first decipher its underlying mechanisms,
develop effective therapies and address comprehensive management approaches to pain,
whether acute or chronic.
Pain research has been a priority for us for a long time. In the FP7 study for pain research,
which ran from 2007 to 2013, we devoted €95 million to support pain. We have addressed
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acute and chronic pain, biological mechanisms, biomarkers, imaging, epidemiology
technologies, prevention, early detection and palliative care in the context of cancer. This
is just for pain.
As said, it is important for us to provide strong evidence-based knowledge to ameliorate
health policies. For example, from FP7, there was the European Palliative Care Research
Collaborative (EPCRC). This was our first major EU-funded palliative care research
collaboration to improve the treatment of pain, depression and fatigue through translation
research. This project was launched in 2006 and established international classification
systems and biomarkers. It also developed European, evidence-based guidelines for pain,
depression and cachexia, three important issues for palliative care in cancer.
The research also led to the revised clinical guidelines on the use of opioids in cancer pain
from the European Association for Palliative Care and has informed national policies; for
example, NICE (National Institute for Health and Care
Excellence) has based clinical guidelines for opioid use in
palliative care in the UK on these results.

“Let´s never forget patients are at the heart of

Another example is the ATOME (Access to Opioid

Research and Innovation.

Medication in Europe) project, which helped underpin

In the projects, they are

the EU Drugs Strategy (2013-2020) (EAPC, 2010). This

partners.”

strategy’s aim is to reduce the demand and supply of drugs
in Europe, while ensuring access to prescribed controlled
medicines. ATOME analysed potential barriers for accessibility, availability and affordability
of opioid medication in 12 European countries and developed policy recommendations to
health authorities. WHO guidelines “Ensuring Balance in National policies on controlled
substances” were prepared, as part of ATOME, and the project´s findings were presented
at the WHO-MS meeting on controlled substances in 2014.
Horizon 2020 is the biggest EU Research and Innovation programme with an overall budget
of €70 billion over 7 years, between 2014 and 2020. It has 3 pillars: excellent science,
industrial leadership and innovation and societal challenges. There are a lot of opportunities
for pain research. Pillar one intends to strive at excellence through supporting the best
ideas in the European research council. Talent will be developed within Europe and training
fellowships; for example, the Marie Curie fellowships could provide opportunities to support
research on the basic mechanisms of pain.
The second pillar, industrial leadership, is aimed at helping industrial innovation in Europe
to flourish. The third area focuses on the societal challenges, of which there are several,
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Horizon 2020 - The Framework Programme for Research and Innovation
Pillar 3
Societal Challenges
Health: EUR 7.7 billion

Pillar 2
Industrial Leadership
EUR 17.0 billion

European Institute
of Innovation
and Technology
EUR 2.7 billion

Pillar 1
Excellent Science
EUR 24.4 billion

Other
EUR 3.2 billion
Euratom
EUR 1.6 billion

from climate change to food and safety. The good news is that Pillar 3 receives the largest
amount, at €7.5 billion, for societal challenges on health. This shows the commitment of
member states, but also to parliament and the population to the issue of health.
Horizon 2020 is challenge-driven, does not address specific diseases and calls for broad
topics. A two-year work programme allows scientists to take more time to prepare
applications. It also has a strong focus on end users. The priority is personalised health and
care. We are investing in healthy ageing, ICT, on human bio-monitoring, but also on areas
like infectious diseases and maternal child health. Thanks to its multidisciplinary nature, the
programme has been very good for pain research. One of the projects being supported is
DOLORisk, which is setting out to understand risk factors and determinants for neuropathic
pain (DoloRisk, 2015).
As already mentioned, we have also launched the public-private partnership, Innovative
Medicines Initiative. This is a joint partnership between the European Commission and
the European Federation for Pharmaceutical Industries and Associations (EFPIA) and is the
world’s largest public private partnership in health research. It was started with a budget of
€2 billion and has been renewed and enlarged with an overall budget of €3.3 billion. The
intention is to try to accelerate the delivery of therapies and develop the next generation
of vaccines, medicines and treatments. The aims of IMI are aligned with the WHO´s 2013
Priority Medicines Report for Europe and the World. Good news for the pain sector is that
low back pain is considered as a specific issue to be tackled within the Strategic Research
Agenda (2014-2020) of IMI. We also have a project called EUROPAIN to try to increase the
understanding of chronic pain mechanisms (EuroPain, 2012). Here the overall contribution
has been €22.5 million.
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The EU health programme is interested in developing personal health and care. Member
states have also been actively pursuing the development of personalised medicine strategies
at a national level. We now want to create an International Consortium for Personalised
Medicine (IC PerMed). Here we would join efforts with member states and try to establish
Europe as a global leader in Personal Medicine (PM) research. The findings would then
pave the way for PM approaches taking place for citizens. But DG Research is not the only
organisation investing in health and chronic diseases. The commission is also, through two
joint actions, coordinating this work with member states. One of those is CanCon, which
is the Cancer Control Joint Action, aimed at improving cancer control and quality of life of
cancer patients and survivors in member states. The main outcome is to develop a European
Guide on Quality Improvement in Comprehensive Cancer Control by February 2017. There
are 65 organisations from 23 Member States participating and the guide will include pain
management recommendations to be developed. Another is CHRODIS, a European Joint
Action aimed at exchanging and disseminating good practices on chronic diseases and
facilitating its uptake across local, regional and national borders (Chordis, 2014). Here the
main outcome would be to develop a “Platform for Knowledge Exchange”. There are 70
partners from national and regional health authorities in 26 member states.
Finally, let´s never forget patients are at the heart of Research and Innovation. In the projects,
they are partners. This maybe through ethics boards, safety monitoring boards or patient
input platforms. Patient involvement also encourages the medical profession to translate
their results into lay language and modify guidelines to better fit patients’ needs. In policy
design, many events are triggered by patient organisations and Horizon 2020 topics are
patient-centred.
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Bio-ethical implications
of pain management
Ana Sofia Carvalho
Catholic University of Portugal
As the speciality of pain medicine has developed and grown, ethical
Ana Sofia Carvalho

challenges have emerged due to multiple factors, such as managed care and
increasingly invasive interventions. It is true that if medicine can delineate
the physical and biological entities as its domain and responsibility, and leave

the rest to other professionals, then medicine can insulate itself from the responsibility to
acknowledge and respond to the pain and suffering that result from a patient´s experience
of illness – and, certainly, we have an ethical dilemma.
Two facts about pain assessment and management are indisputable. The first is that
healthcare professionals have an ethical obligation to relieve pain experienced by their
patients. The second is that this obligation has been largely neglected.
Different studies shed some light on the problem. Over half of post-operative pain
reportedly goes unrelieved. Between 70% – 80% of nursing home residents are estimated
to experience pain daily. If and when patients are dying, the numbers do not look any
better. Studies show half of all patients have moderate to severe pain. So widespread are
the stories of unrelieved pain at the end of life that some public support for euthanasia or
physician-assisted suicide is driven by the fear of dying in pain.
Different barriers of effective pain management have been described. The first one is
the failure of physicians to identify pain as a priority in patient care. This links to the
prevalence of a curative model over the palliative model - in other words, the dominance
of the scientific approach over the humanistic approach. The second barrier is the failure
of the physicians to set up a therapeutic alliance with the patients, thus jeopardising the
possibility of understanding the subjective language of pain. Barrier three is the insufficient
knowledge about pain assessment and management; the persistence of irrational beliefs
and associated fears to opioid prescription and consumption for pain; the failure of the
healthcare systems to hold clinicians accountable for pain relief and the resistance of
patients and family members to the use of opioids. And last but not least, cost constraints.
How we think about pain influences how we respond to it. Our ability and willingness to
detect it report it, hear it, trust and treat it relies in part on what we understand pain to be
and to mean. And how we think about pain is guided by our thoughts.

SIP

160

Let´s consider the specific case of pain management. In our opinion, the most relevant
aspects are the ethics of care with the focus on medical-patient relationship as a therapeutic
alliance; the narrative-based ethics that take into consideration the subjective dimension of
pain language and principlism1 that may allow us to structure the main ethical dimension
of pain management.
It is important in our opinion to underline that all relationships between those that suffer
and the physician must be part of a therapeutic alliance. Therefore, in order to build
this alliance, cognitive skills, emotional preparation and reflective capacity are important
components of the clinical experience. However, since the curative model in medical
education and practice is still the reality these kinds of skills are not easy to find. Often
the curative model of care is seen as competing with palliative care, as if these models are
completely separate and from different realms.
For example, while the curative model of care is analytical and rationalist, the palliative
model is humanistic and personal. While the curative model focuses on scientific objectivity,
the palliative model values the patient´s subjective experience. And while the curative model
perceives death as the enemy, the palliative care model considers death as an inherent
part of life (WHO, 2009). And therefore embraces both clinical and ethical demands of
providing end of life care.
As we try further to understand the problem of suffering we are drawn back to narratives.
This is because it is very difficult to determine whether and how much someone is suffering
without being aware of the story that accompanies this experience. This shows the
importance of narrative-based ethics in the therapeutic
alliance. Here the story of the individual case becomes of
paramount importance and understanding.

“Treatment of pain is one
of the most prominent

There are also important ethical principles in pain

tasks of any doctor.”

management: Responsibility and accountability at micro
(individual – physicians), meso (inter-professional teams,
healthcare and education organisations), and macro (healthcare systems, education
systems, policies) levels. Autonomy is achieved by obtaining the patient´s valid consent
for any medical intervention. Physicians need to respect the patient´s values and decisionmaking capacity.
It is important to note preventing or alleviating pain is not merely a matter of doing good,
but also of preventing harm. Unrelieved pain can impinge and ultimately erase a person´s
autonomy and increase vulnerability, whereas providing pain relief can protect a person´s
integrity and promote dignity.
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It is clear pain control is currently grossly inadequate. How can this be resolved? Often
cited impediments include the lack of education and training; the lack of institutional
mechanisms for routing out the assessment and treatment of pain management and the lack
of accountability for the undertreated pain. Education programmes for health professionals
are needed to stimulate cognitive skills acquisition, emotional development and capacity for
reflective insight. There is a need for practical ethics. This is a constructive approach to the
ethics of pain medicine that is animated by a core philosophy of medicine. The philosophy of
pain must: define the nature of pain; recognise the variability and subjectivity of its expression
in the pain patient; acknowledge and explicate the vulnerabilities rendered by pain; describe
the inherent characteristics and asymmetries of the patient-clinician relationship; and define
the ends of pain care.
The practice of medicine and more broadly the practice of healthcare are fundamental. The
alleviation of all forms of pain and suffering, both acute and chronic, is an ethical duty for
society and health professionals and has been recognised worldwide as such. Anyone who
has personal experience of severe, acute or chronic pain will grasp this ethical dimension.
1

Principlism is a system of ethics based on the four moral principles of:
1. Autonomy - free-will or agency,
2. Beneficence - do good,
3. Non-maleficence - do no harm,
4. Justice - social distribution of benefits and burdens.

See also: the Belmont Report (US Gov. Dept. of Health, Education and Welfare, 1979)
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Pain as management indicator
for health insurances
Hubert Schindler
Verband der Ersatzkassen (VdEK)
There has been a general consensus at SIP 2016 that when dealing with
preventive measures you are actually dealing with investment. I share this
view, but it does highlight that the statutory health insurance bodies, that

Hubert Schindler

I represent, focus on the general, regular healthcare and here there is
certainly always room for improvement.
Let´s go back to 2003, an important year for Europe, as the focus was on outpatient care for
palliative patients. The Ministerial Committee of the Council of Europe drafted and adopted
a recommendation, which recognised that palliative care was a vital and integral part of
health services and patients should be given specialist care, without undue bureaucracy
or delay, and in a setting consistent with individual needs (Council Of Europe, 2013). The
recommendations highlighted the need for well-structured programmes of education,
training and research. The decision to adopt these recommendations was indicative of the
commitment of member states to develop palliative care
“Structural deficits in

services to the highest possible standards.

hospital care are obvi-

In 2007 these recommendations were implemented

ous. Therefore the VdEK

in Germany within a law designed to strengthen

actively supports the

competition with and among statutory health insurance

work of the National Pain

bodies, also dealing with specialist outpatient palliative

Forum.”

care (GBA, 2007). Eight years later, in 2015, the hospice
and palliative care ruling was introduced, which focused
on the care given by GPs, as long as there was no need

for highly specialised care (Bundesministerium für Gesundheit, 2015). German legislators
tried to structure the palliative care rulings in such a way that the goal was to ensure no
citizen would need, or should need, to take measures into his own hands, also with regards
to the end of his life. As you can imagine, a lot focuses on pain management.
In hospitals it is often the Department of Anaesthetics that takes care of pain patients. But
this should be done using a cross-departmental approach to pain management or pain
care. Sadly, we don´t have independent pain wards or departments in German hospitals.
You would need a certain size of ward or department for it to work properly and then there
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would have to be a qualified specialist doctor in place. Pain management is only seen as
a sub-division. There are efforts within some hospitals to use a multi-modal pain therapy
system, but unfortunately, due to budgetary cuts those numbers are declining. VdEK has
given its support to the German Pain Society to analyse this trend.

SIP

164

Pain as healthcare quality
indicator in Germany
Michael Schaefer
German Pain Society
The German Pain Society is in a healthy position. We have been in existence
for over 40 years and have almost 3,500 members. 2015 was a particularly
good year, as we were able to incorporate 18 professional medical societies

Michael Schaefer

into our organisation. We are now in the fortunate position to have direct
access to professional clinicians who can introduce pain-related topics, mainly based on
education and guidelines.
One of our big events is the pain forum. At our second annual forum in 2015, we had
many of the relevant representatives from politics, the insurance world, industry and higher
education who led and discussed important topics relating to pain medicine. One big topic
on the agenda was the need for quality orientation in pain management. By this I mean
there have been calls for Germany to introduce a quality indicator in pain. These would be
structural quality requirements for pain management.
We are also discussing the creation of a so-called pain atlas. Here we would try to match
the regional distribution of demand and supply in terms of pain management. There was
also a recent call from the German government to foster health services research using the
Innovation Fund, which has been set up to provide up
“We have the feeling

to €300 million annually for healthcare projects between
2016 and 2019.

right now that pain
awareness is on the rise

We have already had some success. In 2015 at the 88th

among politicians. They

Conference of the Health Ministries of the German

are becoming sensitive to

Federal States, it was declared that current efforts for

the topic.”

a nationwide comprehensive pain management system
were inadequate for in- and outpatients. Ministers called
on hospitals to ensure the provision of adequate pain

management during a hospital stay, as well as during the transition from inpatient to
outpatient medical care. This transition period is a particularly sensitive time for many
patients. Most importantly, the conference asked the Federal Joint Committee, the highest
decision-making body of the joint self-government of physicians, dentists, hospitals and
health insurance funds in Germany, to develop and introduce a Quality Indicator “Pain
Management”.

165

SIP

SIP 2016´s Plenary Session

Germany already has a variety of quality assessment instruments in place; benchmarking
projects like QUIPS and PainOut, which monitor quality improvement in post-operative
acute pain management (DGAI, 2014) (Meissner, 2016). And then there are institutions
that certify hospitals with respect to their pain management. Several hundred hospitals
have already received their TUEV or Certkom certificates (Maier, et al., 2010).
We are constantly trying to come up with new ideas and there are a host of activities
throughout the year, where we try to engage politicians and health insurance representatives
to support our top theme to develop and introduce Pain Quality Indicators.
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Pain facts and figure
to inform policy
Blair H Smith
Scottish Government
The important thing about chronic pain that people need to understand is
that it lasts beyond normal tissue healing time, and therefore is pathological.
Whether or not it is a disease, it is pathological and needs addressing.

Blair H Smith

Most of us will be familiar with the oft-cited pain prevalence in Europe study
carried out by Breivik et al in 2006, where the prevalence across Europe of 19% hides a
range and variation of 12% to 30% (Breivik, et al., 2006). But it is not just the prevalence
and the variation, most people who have chronic pain have it for at least five years, and
more than half of them have had it for at least ten years by
“Chronic pain is a major
health and social problem, needing multidis-

the time it was reported in this survey, so it is long lasting.
We did our own study in Scotland and found with a
different definition of prevalence, of severe chronic pain,

ciplinary management.

by which we mean chronic pain grade 4 in Michael von

This requires leadership

Korff´s scale of pain intensity, which is intense severely

and investment, locally,

disabling, meaning severely limiting chronic pain, and the

nationally and interna-

prevalence was 5.6%, roughly the equivalent to cancer,

tionally. Leaders must first
understand the nature and
extent of the problem,

diabetes and heart disease. In Scotland, with a population
of five million, that´s just over 267,000 people affected,
or roughly the population of Aberdeen and Inverness
combined.

and thus opportunities for
improved cost-effective

If we were to translate that 5.6% prevalence to the

care.”

28 EU countries, that number would work out at over
28 million! These are the figures based on validated
questionnaires in a postal survey. Of course, that again

will hide a great range and variation, but these are the kinds of numbers we need to be
dealing with.
Studies have shown the prevalence of chronic pain increases with age, as does the pain´s
severity and this is important because of the changing demography (Elliott, et al., 1999).
If we consider the population pyramid from 1911 in Scotland, similar to most countries
in Western Europe, there is a natural appearing off, almost to a point, as we get older. If
we look at how it is projected to be in 2031, it looks more like the titanic coming towards
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“Severe” chronic pain in Scotland
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us, particularly bulging outwards in the 60 to 74 age bracket, and never really tapering in,
staying beyond the 50,000 mark even with the oldest age group, 80 – 84 years. That brings
with it the rise and rise of chronic diseases, many of which include pain, many of which
are important co-morbidities of pain, and it also means chronic pain itself will increase
irrespective of underlying diagnosis. This is the challenge, if not the disease, of old age.
This is why policy makers need to be aware of it.
What about the impact on health? The Global Burden of Disease Study 2013, which was
published in the medical journal, the Lancet in 2015, expresses it better than anyone
else can and looked at the incidence, prevalence and impact in terms of disability of 300
conditions and two and a half thousand sequelae (Vos, et al., 2015). It found that the most
important cause of disability by far between 1990 and 2013 was chronic low back pain.
This added up to 146 million years lived with disability, nearly three times the next most
important cause, which was depression.
And it is not just ill-health that has an effect on mortality. Chronic pain does kill you. Or at
least it is associated with increased mortality. We followed our cohort in Scotland over a
10-year period and found that those who had reported severe chronic pain – just a one-off
reporting - were almost twice as likely to be dead 10 years later (after adjusting for age,
sex and social class) as those people who reported no chronic pain or mild chronic pain.
Death was particularly likely to be caused by respiratory or cardiovascular system diseases.
Chronic pain kills you (Torrance, et al., 2010).
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Chronic pain is also the most important co-morbidity of every other long-term condition
that you measure. One quarter of the people that have these other chronic conditions also
have chronic pain. It doesn´t occur in isolation, so it makes it complex to treat.
What about the impact on health services? One study in the United Kingdom calculated
there were 4.6 million GP appointments per year across the UK for chronic pain and that
was equivalent to 793 full-time GPs. People with chronic pain are three times more likely
to be admitted to hospital and make greater use of inpatient and outpatient services. The
particularly topical statistic, published in April 2016 in the Lancet, shows the rising cost
of analgesic prescriptions globally (Berterame, et al., 2016). The study compared opioid
prescribing between 2001 and 2003, and then a similar period 10 years later. The darker
green bar graph shows the number of doses per millions of population has more than
doubled in most countries and it´s also unequally distributed. These numbers are just as

Use of and barriers to access to opioid analgesics:
a worldwide, regional and national study
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varied across Europe. Note also that this rate has doubled, or tripled, in this ten year period.
And it´s not just opioids: The number of gabapentin prescriptions has grown exponentially
since 2001. This medication to treat nerve pain accounted for £6.9 million (an estimated €8
million) worth of ingredients in Scotland last year. And a similar drug, pregabalin, accounted
for £30 million (an estimated €35 million) last year. And these are just illustrative examples.
Chronic pain costs society. A study by Gaskin and Richard in the USA calculated a €567
billion deficit in healthcare and lost productivity (Gaskin & Richard, 2012). Importantly, this
figure accounted for 30% more than diabetes and cancer combined. And yet where do
all the resources go? Where does all the policy attention go?
Health inequalities are very topical and likely to excite policy makers at the moment. As
with older age, studies show that the prevalence of chronic pain is greater in more deprived
areas. And again, it is not just the prevalence; it is the severity as well. Scottish studies
reinforce this fact, revealing that opioids were 9 times more likely to be prescribed in the
most deprived areas, compared to those in the most affluent districts. This for me is a
real indicator of the health inequalities that need to be addressed. And there are not just
deprivation inequalities, but geographical inequalities as well.
Finally, what are the benefits of improved management of chronic pain for healthcare
providers? There will be a reduced use of primary care services and acute services and a
more efficient use of specialist services. Equally, there would be lower prescribing costs
and ADRs (Adverse Drug Reactions), a reduced impact of long-term conditions, including
co-morbidities, and a tackling of health inequalities. As a result, chronic pain patients,
especially older adults, would benefit from increased employment and productivity, and
most importantly, enjoy a better, longer life with less isolation.
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Public health, CanCon and pain
Tit Albreht
National Institute of Public Health (NIJZ), Slovenia
The NIJZ of Slovenia is coordinating the so-called “Joint Action on Cancer
Control” (CanCon, 2014). It is the second project of its kind and depends
on four important pillars. One of those is quality-based cancer screening
programmes. Currently there are three existing and three potential
screening programmes being discussed. Another is better integration of

Tit Albreht

cancer care. Here we are especially aiming at cancer control networks that
already exist and show a process of organising care, which should offer better access,
while still maintaining quality. A further pillar of CanCon focuses on community-based
cancer care approaches, which in our project focuses on the after care. And finally, pillar
four should provide concerted efforts in all aspects of survivorship, including palliative care.
The expected outcomes are varied. The project should provide a European guide on quality
improvement in comprehensive cancer control. It should lead to enhanced co-operation
between EU member states on cancer policy and cancer care issues. We already deal with a
large number of partners, more than 30 associated partners and almost 100 collaborating
partners. The work should also inspire new approaches
to the integration of care at the regional level and add
“Treatment and compre-

focus to primary and community cancer care. Media

hensive management

and internet campaigns are planned and, of course,

of pain in cancer care is

survivorship should be firmly placed as one of the key

one of key issues and an
inseparable part of comprehensive cancer care at
all levels.”

aspects of overall cancer management.
In recent years there has been much discussion around
survivorship, pain and rehabilitation. Much of the debate
has been around how best to define survivorship. But
which categories of survivors should be included? In
the end it was decided to have the most comprehensive

inclusion of all cancer patients, so we are dealing with: survival, survivorship and quality
of life and welfare. We could also include, “relating to the employment chances of cancer
survivors”, as the obvious objective is the rehabilitation and full integration of cancer
patients into pre-morbid life.
What about pain and cancer in Cancon? We focus on these issues in Work Package 8
(WP8), which deals with survivorship. General agreement has been reached to include the
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following three main categories of patients: cured patients in long or permanent remission;
patients who require any type of palliative and end-of-life care; and finally, the group that
I think is growing in numbers due to advances in treatment, patients in life-prolonging
treatments. There are patients nowadays who may not be cured of the disease, but they
will live 10 or 12 more years, but unfortunately also experiencing pain. It should be noted
that pain is an independent subtopic in discussing survivorship.
Just to reiterate, pain in cancer can occur for a number of reasons and has to be dealt
with regardless of the cause. It may be from the disease itself or from all the modalities of
treatment (surgical, radiotherapy or medical). Pain may also be due to the late effects of
treatment, a relapse or the fact it has become terminal. For the reasons of complexity and
comprehensiveness of cancer care, it is necessary to do proper mapping of cancer care
and develop adequate cancer patient pathways. This is necessary also in order to draw
attention to all the needs of cancer patients, which cannot be limited only to immediate
diagnosis and treatment.
National Cancer Strategies are also one of the important instruments in trying to organise
and structure cancer care. Almost all EU member states have them, but we are aware that the
focus on survivorship, on rehabilitation, on palliative and psycho-social care is still very low.
We need to make more of a point in promoting these issues. Finally, it is essential that such a
structure can provide the framework to allow the proper planning of the necessary resources
(human, financial, infrastructural). None of these categories alone can cover all the needs.
Cancer is a unique chronic disease because one can get cured of it. Normally you cannot
get cured of diabetes, hypertension, or congestive heart failure, for example, once it has
been established. Nevertheless, there can be late effects, consequences or side effects, as
well as handicaps related to the treatment. Hence, it is necessary to provide cancer patients
with the whole spectrum of services. Pain is most certainly a public health problem. It needs
to be properly assessed in terms of: epidemiology; magnitude with respect to chronicity,
duration and implications; and management, both clinical and societal. The costs and
economic impact are important to note as is, of course, the impact on quality of life.
What are the crucial topics from the patient and societal perspectives? For the patient,
the comprehensive and professional management of pain is crucial. There needs to be a
concerted effort to avoid the negative societal impact, with all the measures possible to
avoid disability, absenteeism and early retirement. And quality of life in all of its dimensions
is a huge topic for patients. From the societal perspective, society needs to be more
engaged with the economic impact of pain, from treatment costs to loss of productivity.
And finally, all patients in society suffering from pain should receive fair and equitable
treatment. It is vitally important to try to understand a pain patient´s problem and potential
limitations, while making sure they remain active participants in society.
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Pain and workforce
Michiel Reneman
University Medical Centre, Groningen, the Netherlands
The main driver of economic success is work ability, not loss of productivity,
absenteeism or early retirement. The economic burden of pain is huge. This
is particularly with people who have been off work for more than 6 months.
What we see in healthcare is typically this group of people who are unable

Michiel Reneman

to work. They see a doctor, they see us – their physician - in rehab. However,
we should not forget that this is only part of the real world. Most of the people that
currently have chronic pain are able to cope somehow and continue their daily work. This
is the group we have been looking at, the “non-consumers of care”, as a new rehabilitation
perspective, because most of the research that has been
“Because good work is

published has been on the “consumers of care” group.

good for health and well-

This new research showed us that it is possible to continue

being, ‘work’ contributes

to work while suffering from chronic pain. This is already

to good patient care.”

well known, but using a work ability score from 0 to 10,
where 10 means you are perfectly able to work and O not
at all, people without a medical condition, on average,

score around the 8 mark, so that perfect 10 is never achieved, and people with chronic
pain who are currently in the workforce are only slightly below that average.
On the other hand, people on a work rehabilitation programme have a huge loss of work
ability. It is our duty to help them go from being consumers of care (not at work due to pain),
to becoming non-consumers of care (back in the workplace and coping with their pain).
Why do we do this? There is strong evidence showing that work is generally good for
physical and mental health and well-being. Overall, the beneficial effects of work outweigh
the risks of work, and are greater than the harmful effects of long-term unemployment
or prolonged sickness absence.
How should this be achieved? There needs to be a comprehensive programme with
vocational rehabilitation and public education. We need system changes and we need
some good solutions for our ageing workforce. Simply put, vocational rehabilitation can
be summarised as “whatever works to get people back to work and to stay at work”.
There is good research to demonstrate that it´s effective and cost-efficient. These rehab
programmes will lead to better work participation, less disability and even a little less pain.
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Working with chronic nonspecific musculoskeletal pain: a new reference
for rehabilitation, occupational and insurance medicine
Study 4: Work ability and work performance (0-10)
Stay at work with pain
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This is not a cost-neutral intervention. This is actually a cost-saving intervention - for
society as a whole. Whichever currency you use, you get a return five times more, so 1€
gets a return of 5€ . As said, this is a cost-effective intervention, and of course the main
benefit of this is better work participation. And that pays back for society. Obviously, if
the healthcare insurer pays for such an intervention and someone else, like society as a
whole, benefits from the return, there is still an issue there that needs to be fixed. But,
from a societal perspective, this is a very cost-effective intervention. However, there are
barriers between the research and putting results into practice. We need to cooperate
in order to make vocational rehab work. We need to break down these barriers. Health
systems and employment systems have separate goals, which often mean they close each
other off from cooperating. We have to find ways round this.
What are the working principles of vocational rehabilitation? Four principles are very clear.
We need to work from a bio-psychosocial perspective in the assessment, or diagnosis
phase, and treatment. From the social angle, the work and the work environment is
one of the main social parameters we need to look at. One other working principal is a
gradual increase in activities and work. So it is not just rehab and then back to work. It
is rehab and during rehab, an increase in an employees work participation, via work or
modified work programmes. This will gradually be built up to the desired level. We need
a shared goal and shared plan, not just between the patient and the healthcare provider,
the workplace also has to be involved. We need to reach out to the employer and make
them part of that plan. And we need a return-to-work coordinator to help build that
shared plan and execute it. There is a suggested optimal timing for stepped or matched
care, and we think this should be between two and four months off work.
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Now to public education: The basic assumption is that beliefs guide behaviours and that
society sees pain as a pathology that needs rest to heal. That is actually not an evidencebased belief. Attempts to change these beliefs have been the focus of public campaigns in
some countries in Europe, but also in Australia and Canada where the message has been
“stay active”, encouraging employees to go back to work as soon as they can. I would
like to see a huge “stay active” campaign across all member states in Europe. I realise I
am preaching here to the converted. It is the employers of this world and the healthcare
workers that we need to get this message across to.
What are the challenges? Vocational rehabilitation, although proven to be successful, is
not available to all EU citizens. Modified work is a very good working principle, but is not
available to all of our fellow EU citizens. There are silos, or walls, between the healthcare
system and the social security or employment system and they hinder patients going back
to work and this should not be the case.
Beliefs about pain, typically in the general public, are not evidence-based, and of course
with our ageing workforce we will face huge challenges, even larger than we have today,
to keep people at work and to keep the workforce large enough to support us. This is
a challenge that can be solved in different ways and one of the ways we are looking
at currently is to use and develop new technology to support people to stay at work.
Vocational rehabilitation is a proven, effective and cost-efficient intervention. It works.
My final message is: prevention of work disability. It can be done and it should be done.
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Late in the afternoon, the two knowledgeable and engaging moderators Michael von
Fisenne and David Harley who had effortlessly guided the contributors and audience
through an inspiring day of presentations, Q&As and panel discussions, invited the Maltese
delegation to come onto the stage to introduce themselves.
This important, but symbolic action was to introduce delegates and audience members
to the team of Maltese MEPs and pain representatives of the No Pain Foundation and the
Malta Health Network who have now started preparations for SIP 2017, which will take
place in the Maltese capital, Valletta, in June 2017, during the Maltese Presidency of the
Council of the EU.
Earlier, Maltese MEP Alfred Sant remarked on the importance of Malta contributing to SIP’s
“Time for Action” agenda in 2017 and helping to put into practice all the good intentions
and well-researched proposals discussed in Brussels at SIP 2016. “The official recognition
that my government has given to SIP 2017 is a sign of the relevance of this pressing issue
and the seriousness of the impact pain has on European societies. I am confident that
today’s conclusions for action will lead to substantial policy developments that we will
bring to Malta and discuss next year.”
MEP Sant concluded by assuring his audience that next year’s SIP symposium would be
a good opportunity to give visibility to the very important issue of pain treatment. “The
event’s presence on the Maltese Presidency’s official calendar is the perfect occasion to
stress to national policy-makers the importance of addressing pain,” he concluded.
The Maltese delegation was well-represented during the 2-day symposium and many
played an active role in the Working Group sessions during the first day of talks. Maltese
MEP Roberta Metsola, who is also co-chair of the European Parliament Interest Group on
rheumatic and musculoskeletal diseases, was one of three chairpersons attached to Working
Group 1, “Pain as a quality indicator for healthcare”. Boaz Samolsky Dekel, the Scientific
Director of the Maltese charity, No Pain Foundation, and its Secretary General, Mauro
Mario, were given the role of reporters during Working Group 2’s session, “Chronic Pain: a
disease or symptom?” and helped formulate, together with a selected team of international
experts, policies and recommendations to be presented to the European Parliament with
the aim of concretely improving the quality of life of the European population.
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Marilyn Casha, a pain management consultant at Malta’s Mater Dei Hospital was one of
the reporters contributing to Working Group 3, “The relevance of pain in cancer care and
rehabilitation”. Following the 2-day symposium she expressed her delight at the extent of
high profile support from policy makers. “It was encouraging to see so many endorsements
and pledges of help from politicians across the political spectrum“, she said. And looking
ahead, she described her hopes and expectations for the coming 12 months in preparation
for SIP 2017, “Living and working in Malta, I would like to see the development of the
Malta Pain Society and the involvement of more members of a multidisciplinary pain team,
which will lead to ever-improving pain management services.”
Seeing the outcomes of SIP 2016 Silvana Fanalista, one of the founding members and
President of Malta’s No Pain Foundation stated, “This is a great opportunity for our island
as it will be hosting for the first time all European stakeholders involved in the important
issue of chronic pain. Hundreds of delegates shall have the opportunity to discuss issues
of fundamental importance for the health of European citizens, finally giving chronic pain
its deserved consideration”.
In the coming months, a SIP cooperative partners’ delegation will work closely with Malta’s
MEPs and local pain associations and healthcare providers to address the SIP 2016 policy
recommendations with the Maltese Presidency of the Council of the EU and to develop
the program for SIP 2017.
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Who else supported SIP 2016?
On the SIP platform website (www.SIP-Platform.eu) you will find the names of more than
160 organisations that endorsed the objectives of SIP 2016. You will also find over 300
organisations that have endorsed the objectives of the SIP platform and meetings in the
past. As well as receiving resoundingly positive support from members of the European
parliament and representative institutions who participated directly in SIP 2016’s working
group and plenary sessions, we also received encouraging support from the following
persons:
Clara Eugenia Aguilera García, MEP
Member of the European Parliament,
Spain Group of the Progressive Alliance of Socialists
and Democrats in the European Parliament (S&D)
“Pain and its impact in society should be addressed
by the European Union. I fully support the Societal
Impact of Pain platform and consider the symposium
the greatest forum to unite healthcare professionClara Eugenia Aguilera
García

als, patients, policy makers and politicians to discuss
how to move forward to address the quality of life
of pain patients at the European”

Therese Comodini Cachia, MEP
Member of the European Parliament, Malta
European People’s Party (EPP)
“Everyone must be relieved from unnecessary pain.
Relevant solutions must be used to address the negative impact that pain has on people, in order to address the burden on people’s quality of life, healthcare
and employment. Please join me supporting the societal impact of pain platform.”
Therese Comodini Cachia
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Miriam Dalli, MEP
Member of the European Parliament, Malta
Group of the Progressive Alliance of Socialists and
Democrats in the European Parliament (S&D)
“Even though we registered significant advances in
medical treatments and also treatment options, unfortunately until this very day, pain continues to be
poorly managed and undertreated. I strongly believe
that the issue of pain must be addressed effectively.
The European Union must provide guidelines to all

Clara
Eugenia
Miriam
Dalli Aguilera
García

the Member States to consider pain in its own right.
Member States need to be provided with the necessary information and support,
in order for them to be able to introduce the proper policies which can really
make a difference. Better pain treatment at an early stage is fundamental for our
patients’ wellbeing. Awareness, education and further budget allocations are tools
that are required to address pain as a condition in its own right. Ultimately our
citizens’ health should always be our main priority.”

Françoise Grossetête, MEP
Member of the European Parliament, France
European People’s Party (EPP)
It is 15 years since I took part in the launch of EFIC’s
inaugural awareness-raising campaign, “European
Week Against Pain”. Sadly, today there is still little
evidence that the campaign’s 10 core objectives have
been heard by European governments, let alone met.
Most critical of all, however, is that the fundamental
message of the “European Week Against Pain”, that

Clara
Eugenia
Aguilera
Françoise
Grossetête
García

chronic pain is a disease in its own right and should
be treated as such, continues to be ignored. Whilst strategies are developed to
combat other diseases across Europe, there is no such strategy for chronic pain,
only an irregular hotchpotch of policies that provide little by way of a framework
for improvement. I therefore wholeheartedly support the objectives of the symposium on the Societal Impact of Pain where all stakeholders seek to improve pain
policy under the motto “Time for Action!”
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Agnes Jongerius, MEP
Member of the European Parliament, the Netherlands
Group of the Progressive Alliance of Socialists and
Democrats in the European Parliament (S&D)
“It is my sincere belief that we should take pain
and especially chronic pain seriously. Pain can have
a devastating effect on people’s physical and mental wellbeing. Although our knowledge of pain and
Clara Eugenia Aguilera
Agnes Jongerius
García

how to prevent it has increased in the past years,
I believe that there is still a long way to go. More
research on pain therapy is needed and successful

therapy should be promoted more, as well as training to cope with pain. It is
time for real action.

Piernicola Pedicini, MEP
Member of the European Parliament, Italy
Europe of Freedom and Direct Democracy Group (EFDD)
“Through my previous experience as an expert in
radiation and oncology, I am familiar with the links
between cancer and pain. The SIP symposium is an important opportunity to address the issues of pain and
cancer care, in terms of pain caused by tumours, pain
experienced through radiotherapy, chemotherapy and
Piernicola Pedicini
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surgery, as well as post-operative chronic pain.”

John F. Ryan, DG Sante
Director for Public Health, country knowledge, crisis
management, Directorate General for Health and Food
Safety (DG SANTE), European Commission
“Chronic diseases present a huge burden to individuals and societies across Europe. The element of pain
management is an important component of how
chronic diseases are managed, and such pain often
represents a reason why patients are excluded from
the workplace and suffer deteriorating quality of life.

Clara
John F.Eugenia
Ryan Aguilera
García

The “Societal Impact of Pain” (SIP) platform can make
a significant contribution to how chronic disease management can be improved
from the patient perspective through targeted and evidence-based interventions
with health professionals. “

Sabine Verheyen, MEP
Member of the European Parliament, Germany
European People’s Party (EPP)
“Pain treatment is something which I consider to be
very important because untreated pain can cause
great distress to patients. It is therefore crucial to raise
awareness of these problems, offer guidance and especially to encourage targeted training for doctors
and nursing staff.”

Clara
Aguilera
SabineEugenia
Verheyen
García
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What for you was the main highlight of SIP 2016?
The main highlight was the way all stakeholders got together to try and convince politicians
to include pain in their agenda. It was encouraging to see so many endorsements and
pledges of help from politicians across the political spectrum.
What are your hopes/ expectations for SIP 2017?
Living and working in Malta, I would like to see the development of the Malta Pain Society,
involving more members of a multidisciplinary team which will work towards the growth
of the speciality, leading to ever improving pain management services.
Marilyn Casha, Consultant in Anaesthesia and Pain Management, Malta

What for you was the main highlight of SIP 2016?
The involvement and the strong cooperation among all the stakeholders, including civic
and patient points of view, to achieve the content of the 8 policy recommendations and
how this was achieved, with such a widespread endorsement from over 300 international
and national pain advocacy groups, scientific organisations and authorities.
What are your hopes/ expectations for SIP 2017?
I hope SIP 2017 can transpose the level of awareness, engagement and commitment from
the European political agenda, where the institutional debate is recently increased a lot on
chronic pain, to the EU culture, among public opinion. To support it, I have launched the
idea of a “Mediterranean Alliance Against Pain”, as there is some proof the Mediterranean
area is leading the change in chronic pain.
Mariano Votta, Active Citizenship Network (ACN)

What for you was the main highlight of SIP 2016?
As a moderator of a working group, I was impressed by the wide range of backgrounds from
which the participants were drawn. This multi-stakeholder, cross-discipline interest in the
topic of chronic pain certainly bodes well for the implementation of the recommendations
arising from the event.
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What are your hopes/ expectations for SIP 2017?
As SIP 2017 is being held at the national level, rather than at the European Parliament,
there is now opportunity to try to connect further the work ongoing from a pan-European
perspective to what´s really happening on the ground in the Member States.
Donna Walsh, Executive Director, European Federation of Neurological Associations (EFNA)

What for you was the main highlight of SIP 2016?
Although chronic pain still represents a challenge for patients, families, healthcare
providers and policy makers, there is an ever-increasing move towards individualised pain
management and holistic treatment.
What are your hopes/ expectations for SIP 2017?
Chronic pain has a considerable negative impact on work-related outcomes like employment
status, absenteeism, and presenteeism. SIP 2017 should be a springboard for relocation
policies.
Mauro Mario, No Pain Foundation

What for you was the main highlight of SIP 2016?
What excited me about SIP 2016 was the clear focus on what has to change in chronic
pain – and how we make it happen. Policymakers are not the experts in chronic pain. So
we need to bring them realistic solutions, not just the problems. This meeting went a long
way to doing this.
What are your hopes/ expectations for SIP 2017?
Despite recent progress, the year ahead brings huge extra challenges. The EU is facing its
greatest social and political upheaval for 70 years. So we need to renew the case even more
clearly throughout the year that tackling the problem of chronic pain is not a distraction
from this, but part of the solution for a better Europe. Then we will really have something
to celebrate at SIP 2017.
Neil Betteridge, Neil Betteridge Associates
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Societal Impact of Pain
2016

Endorsing
Organisations
Since the start of the SIP platform the
scientific objectives of the SIP symposia
and events have been endorsed by
the following 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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1.

European Pain Federation EFIC®
www.efic.org

2.

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

3.

Active Citizenship Network (ACN)
www.paliativosandalucia.com

4.

Grünenthal GmbH
www.grunenthal.com

5.

Academia de Ciencias Médicas de Bilbao
www.acmbilbao.org

6.

ACTHealthy lab, Clinical Psychology and Behavioral
medicine laboratory, and ALGEA Research group,
University of Cyprus
www.algea.com.cy

7.

Action on Pain
www.action-on-pain.co.uk/

8.

AGE Platform Europe
www.age-platform.eu

9.

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

10.

Albanian Pain Association
www.health-pain.al/
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ALGOS. Recerca en dolor (Research on Pain)
algos-dpsico.urv.cat/es/

11.

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

12.

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

13.

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

14.

Andalusian Society of Palliative Care (SACPA)
www.paliativosandalucia.com

15.

Arthritis and Rheumatism Association of Malta
(ARAM)
www.aramalta.com

16.

ASL 4 Teramo
fabiana.dantonio@aslteramo.it

17.

Asociación Andaluza del Dolor
www.asociacionandaluzadeldolor.es/

18.

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

19.

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

20.
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21.

Asociación Nacional de Enfermería Comunitaria (AEC)
www.enfermeriacomunitaria.org

22.

Asociatia Român Pentru Studiul Durerii (ARSD) Romanian Association for the Study of Pain (RASP)
www.arsd.ro

23.

Association Extremeña de Fibromialgia
www.afibroex.com/

24.

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

25.

Association francaise de la cystite interstitielle (AFCI,
Interstitial cystitis French patients support group)
www.asso-afci.org

26.

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

27.

Association of Patients with Fibromyalgia and
chronic faigue syndrome of the Community of Madrid
(AFINSYFACRO)
www.afinsyfacro.es/

28.

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

29.

Azorian Association of Chronic Pain Patients,
Associação de doentes de dor crónica dos açores
(ADDCA)
addcacores@iol.pt, addcadirecao@iol.pt

30.

BackCare, The Charity for Back and Neck Pain
www.backcare.org.uk/
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Belgian Back Society
www.belgianbacksociety.be

31.

Belgian Pain Society
www.belgianpainsociety.org

32.

Berufsverband der Ärzte und Psychologischen
Psychotherapeuten in der Schmerz- und
Palliativmedizin in Deutschland e.V. (BVSD)
www.bv-schmerz.de

33.

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

34.

Bijniervereniging NVACP
www.nvacp.nl

35.

Bildungswerk Aachen: Servicestelle Hopiz
www.servicestelle-hospizarbeit.de

36.

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

37.

British Pain Society
www.britishpainsociety.org

38.

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

39.

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

40.
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41.
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Canarian School of Health and Social Services
(ESSSCAN)
www.essscan.es

42.

Càtedra de Dolor Infantil, Universitat Roviar i Virgili
(Chair in Pediatric Pain)
www.catedradeldolor.com

43.

CEADE
www.espondilitis.es

44.

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

45.

CHANGE PAIN Initiative
www.change-pain.com/

46.

Chronic Pain Ireland
www.chronicpain.ie/

47.

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

48.

CLA - Cercle Luxembourgeois d’Algologie Zithaklinik Clinique de la douleur
www.douleurs.lu

49.

Colegio Oficial de Médicos de Cáceres
www.comeca.org

50.

Collectif DOLOPLUS
www.doloplus.com/
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Conartritis
www.conartritis.org/

51.

Consejo Andaluz de Colegios Farmacéuticos
www.cacof.es

52.

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

53.

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

54.

Cystitis & Overactive Bladder (COB) Foundation
www.cobfoundation.org

55.

Danish Association for Chronic Pain Patients (FAKS)
Foreningen Af Kroniske Smertepatienter
www.faks.dk

56.

Department of Health of the Regional Government
of Cantabria (Gobierno de Cantabria, Consejería de
Sanidad y Servicios Sociales)
leon_c@cantabria.es; hoyos_e@cantabria.es

57.

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

58.

Deutsche Gesellschaft für Neurologie
(German Society for Neurology)
www.dgn.org

59.

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

60.
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61.

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

62.

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

63.

Deutsche Gesellschaft zum Studium des Schmerzes e.V.
(DGSS)
www.dgss.org/

64.

Deutsche KinderPalliativStiftung
www.palliativ-portal.de/

65.

Deutsche PalliativStiftung
www.PalliativStiftung.de/

66.

Deutsche Schmerzgesellschaft e.V.
(German Pain Society)
www.dgss.org

67.

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

68.

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

69.

Deutsche Wachkoma Gesellschaft
www.schaedel-hirnpatienten.de

70.

Deutscher Orthopäden-Verband e.V. (DOV)
www.dov-online.de
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DGVP e.V. für Gesundheit
www.dgvp.de

71.

Direção Regional da Saúde - Plano Regional de Saúde
2014-2016 (Regional Health Directorate Health Regional Plan 2014 - 2016)
www.azores.gov.pt

72.

Douleurs Sans Frontières (Pains without Borders)
www.douleur.org

73.

Dutch Pain Society
www.dutchpainsociety.nl

74.

Dwarslaesieorganisatie Nederland
www.dwarslaesie.nl

75.

ENDOMETRIOSIS Association of Ireland
www.endometriosis.ie

76.

Estonian Pain Society
www.valu.ee

77.

EURAG Österreich / EURAG Austria
www.dgvp.de

78.

European Academy of Neurology (EAN)
www.eaneurology.org

79.

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

80.
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81.

European Association for Palliative Care EAPC Onlus
National Cancer Institute Fondazione IRRCCS
www.eapcnet.eu

82.

European Brain Council
www.europeanbraincouncil.org/

83.

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

84.

SIP

European College of Neuropsychopharmacology
(ECNP)
www.ecnp.eu

85.

European Confederation of Care Home Organisations
(E.C.H.O.)
www.echo-eu.com

86.

European Digital Peer Patient Alliance (EuDiPPA)
Facebook: /EUDIPPA/

87.

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

88.

European Federation of Neurological Associations
(EFNA)
www.efna.net

89.

European Headache Alliance
www.e-h-a.eu

90.

European League Against Pain (EULAP®)
www.eulap.org
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European Network of Fibromyalgia Associations (ENFA)
www.enfa-europe.eu/

91.

European Patient Forum (EPF)
www.eu-patient.eu

92.

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

93.

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

94.

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

95.

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

96.

Federation of Bosnia and Herzegovina
www.fmoh.gov.ba

97.

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

98.

Fibromyalgia Association of Sweden
www.fibromyalgi.se

99.
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100.

Fibromyalgie en Samenleving (F.E.S.)
www.fesinfo.nl

101.

Finnish Association for the Study of Pain
www.suomenkivuntutkimusyhdistys.fi

102.

Fit for work Global Alliance
www.fitforworkeurope.eu

103.

Focus Fibromyalgia Belgium ASBL
www.focusfibromyalgie.be

104.

Fondazione IRCCS - Istituto Nazionale dei Tumori di
Milano (National Cancer Institute of Milan)
www.istitutotumori.mi.it

105.

Fondazione ISAL
www.fondazioneisal.it

106.

Fondazione ISTUD
www.fondazioneistud.it

107.

Fondazione Paolo Procacci
www.fondazioneprocacci.org/

108.

Foro espanol de pacientes (FES)
www.webpacientes.org/fep

109.

Foundation Pijn-Hoop
www.pijn-hoop.nl/
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Fundacio Academia de ciencies Mediques
i del a salut de cataunya i de Balears
www.academia.cat

110.

Fundació Salut i Envelliment (UAB)
www.salut-envelliment.uab.cat

111.

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

112.

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

113.

Fundación Signo
www.fundacionsigno.com

114.

Fundacja Chustka
www.fundacjachustka.pl

115.

FundeSalud (Foundation for Researching and
Training of Health Professionals in Extremadura)
www.fundesalud.es

116.

Fundolor
www.fundolor.org

117.

Galician Society of Pain and Palliative Care
www.sociedadgallegadeldolor.sedolor.es

118.

Generalitat Valenciana - Consellería de Sanitat
www.san.gva.es

119.
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120.

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

121.

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

122.

German Research Network on Neuropathic Pain
(DFNS e.V.)
dfns@lrz.tum.de

123.

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

124.

Health First Europe Secretariat
www.healthfirsteurope.org

125.

Hellenic Society of Algology / Greek Chapter of IASP
& EFIC
vww.algologia.gr

126.

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

127.
>C;#CE
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Hereditaire Multiple Exostosen –
Multiple Osteochondromen (HME-MO)
www.hme-mo.nl

128.

herescon gmbh
www.herescon.com

129.

HRVATSKO DRUŠTVO ZA PALIJATIVNU MEDICINU,
HLZ
www.palijativa.com
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IETID: Instituto para el Estudio
y Tratamiento Integral de Dolor
www.ietd.es

130.

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

131.

Instituto Aragonès de Ciencias de la Salud (IACS)
www.iacs.aragon.es

132.

Instituto Catalan de Oncologia (ICO)
www.ico.gencat.cat

133.

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

134.

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

135.

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

136.

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

137.

International Headache Society
www.ihs-headache.org

138.

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

139.
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140.

IPO Porto: Portuguese Institute of Oncology
carocha321@hotmail.com

141.

Irish Pain Society (IPS)
www.irishpainsociety.com

142.

Israel Pain Association
www.ipa.org.il

RE

IAZIONE ITA
SOC

Italian Association for the Study of Pain
(Associazione Italiana per lo Studio del Dolore, AISD)
www.aisd.it

AS

144.

Italian Presidency of the Council of Ministers

145.

Italian Society of Neurological Rehabilitation
www.sirn.net

146.

SIP

DEL DOLO

143.
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A PE R L
LIANAISD O S

Junta de Andalucía - Consejería de Salud y
Bienestar Social
www.juntadeandalucia.es/organismos/
saludybienestarsocial.html

147.

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

148.

Leukaemie-Online e.V. / LeukaNET e.V.
www.leuka.net/

149.

Lifting The Burden
www.l-t-b.org/
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Liga Portuguesa Contra as Doenças Reumaticas (LPCDR,
Portuguese League against Rheumatic Diseases)
www.lpcdr.org.pt

150.

Liga Reumatològica Catalana
www.lligareumatologica.org

151.

Liga Reumatolóxica Gallega (LRG)
(Galician Rheumatological League)
www.ligagalega.org

152.

Liga Reumatológica Española
(LIRE, Spanish Rheumatological League)
www.lire.es

153.

Lithuanian Pain Society (LDS),
(Lietuvos Skausmo Draugija)
www.skausmomedicina.it

154.

Malta Association of Physiotherapists (MAP)
www.physiomalta.com

155.

Malta Health Network
www.maltahealthnetwork.org

156.

ME/CVS-Stichting Nederland
www.mecvs.nl

157.

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

158.

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

159.
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160.

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

161.

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

162.

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

163.

Myeloma Euronet Romania
www.myeloma.ro/

164.

National Association of Patients with Rheumatoid
Arthritis (ANDAR)
www.andar-reuma.pt

165.

National Council for Palliative Care (NCPC)
www.ncpc.org.uk

166.

National Institute for Health and Disability Insurance
(NIHDI - RIZIV - INAMI)
www.riziv.fgov.be

167.

Nederlandse Vereniging van Hoofdpijnpatiënten
www.hoofdpijnpatienten.nl

168.

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

169.

Nederlandse Vereniging van Rugpatiënten “de
Wervelkolom”
www.nvvr.nl
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Neil Betteridge Associates
neil@neilbetteridge.me.uk

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

170.

interstitiële
cystitis
patiëntenvereniging

171.

Neurologiskt Handikappades Riksförbund
www.nhr.se

172.

No Pain Founation
www.nopainfoundation.org

173.

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

174.

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

175.

Osteoporose Vereniging
www.osteoporosevereniging.nl

176.

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

177.

Österreichische Schmerzgesellschaft
www.oesg.at/

178.

Österreichisches Rotes Kreuz (Austrian Red Cross)
www.roteskreuz.at

179.
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180.

Pain Alliance of Northern Ireland (PANI)
Twitter: @PainAllianceNI

181.

Pain Association Scotland
www.chronicpaininfo.org

182.

Pain Concern
www.painconcern.org.uk/

183.

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

184.

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

185.

Pain Research Forum
www.painresearchforum.org

186.

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

187.

Pain Toolkit
www.paintoolkit.org

188.

Pain UK
www.painuk.org

189.

Painaustralia
www.painaustralia.org.au/
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Palliactief
www.palliactief.nl/

190.

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

191.

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

192.

Patientenschutzorganisation Deutsche
Hospiz Stiftung
www.patientenschuetzer.de

193.

Patiëntenvereniging CRPS
www.posttraumatischedystrofie.nl

194.

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

195.

PijnPlatform Nederland (PPN)
www.pijnplatform.nl/

196.

Plataforma SinDOLOR
www.plataformasindolor.com/

197.

Polish Myeloma Patient Help Association
www.szpiczak.org.pl

198.

Polskie Towarzystwo Badania Bolu
(Polish Association for the Study of Pain)
www.ptbb.pl/

199.
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200.

Portuguese Association for the Study of Pain (APED)
www.aped-dor.org

201.

Portuguese Association of Palliative Care
www.apcp.com.pt

202.

Portuguese Association of Palliative Care –
Azorian Regional Nucleus
www.apcp.com.pt

203.

Portuguese League Against Rheumatic Diseases
(LPCDR)
www.lpcdr.org.pt

204.

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

205.

Prikkelbare Darm Syndroom Belangenvereniging
www.pdsb.nl

206.

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

207.

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

208.

Red Española para la defensa de los enfermos de
fibromialgia, síndrome de fatiga crónica y sensibilidad
química múltiple (RED FM-SFC-SQM)
www.facebook.com/Red-Espa%C3%B1ola-de-FMSFCSQM-366279756915804/

209.

RSI-vereniging
www.rsi-vereniging.nl
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Russian Association for the Study of Pain (RASP)
www.painrussia.ru

210.

Russian Headache Research Society (RHRS)
www.headache-society.ru

211.

Samenwerkingsverband Pijnpatiënten naar een stem
(Pain Patients with One Voice)
www.pijnpatientennaar1stem.nl

212.

SAMFYRE:Sociedad Andaluza de Medicina
Física y Rehabilitación
www.samfyre.net/

213.

Sant Joan de Deu Hospital
www.hsjdbcn.org

214.

SARquavitae
www.sarquavitae.es

215.

SchmerzNetzNRW eG
www.schmerznetznrw.org

216.

Shingles Support Society
www.herpes.org.uk/shingles-support-society

217.

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

218.

Slovak Society for Study and Treatment of Pain
(SSSTP)
www.pain.sk/

219.
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220.

Slovensko združenje za zdravljenje bolečine
www.szzb.si/

221.

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

222.

Sociedad Aragonesa de Cuidados Paliativos
www.cusirar.org

223.

Sociedad Aragonesa del Dolor
www.sociedadaragonesadeldolor.sedolor.es

224.

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

225.

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

226.

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

227.

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

228.

Sociedad Castellano Manchega del Dolor (SCMD) Society of Pain of Castilla la Mancha
www.sociedadcastellanomanchegadeldolor.sedolor.es/

229.

Sociedad de Acupuntura Médica de España (SAME)
www.same-acupuntura.org
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Sociedad Espanola de Cuidados Paliativos (SECPAL)
www.secpal.com

230.

Sociedad Española de Directivos de
Atención Primaria (SEDAP)
www.sedap.es

231.

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

232.

Sociedad Española de Disfunción
Craneomandibular y Dolor Orofacial (SEDCYDO)
www.sedcydo.com

233.

Sociedad Española de Fisioterapia y Dolor
www.sites.google.com/site/sefidsp/Home

234.

Sociedad Española de Fracturas
www.sefraos.com

235.

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

236.

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

237.

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

238.

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

239.
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240.

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

241.

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

242.

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

243.

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

244.

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

245.

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

246.

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

247.

Sociedad Española de Traumatologia Laboral (SETLA)
www.setla.org

248.

Sociedad Española Del Dolor (
SED, Spanish Society of Pain)
www.sedolor.es/

249.

Sociedad Extremeña de Geriatría y Gerontología
(SOGGEX) – Geriatric and Gerontology Society from
Extremadura
www.mayorex.es
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Sociedad Madrileña de Gereatría y Gerontología
(SEGG)
www.segg.es

250.

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

251.

Sociedad Murciana de Dolor
www.murciadolor.com/

252.

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

253.

SOCIEDAD VALENCIANA DE HOSPITAL A DOMICILIO
(SVHAD)
www.svhad.es/

254.

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

255.

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

256.

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

257.

Società Italiana di Medicina Generale e delle Cure
Primarie (SIMG, Italian Society of General Medicine)
www.simg.it

258.

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

259.
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260.

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

261.

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

262.

Societat Catalana del Dolor
www.scdolor.cat

263.

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

264.

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

265.

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

266.

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

267.

Spanish Society of Health Quality (SECA)
www.calidadasistencial.es

268.

Study In Multidisciplinary Pain Research (SIMPAR)
www.simpar.eu

269.

Suomen Kipu ry – Finnish Pain Association
www.suomenkipu.fi
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Swedish Association for Survivors of Accident and
Injury (RTP)
www.rtp.se

270.

Swedish Pain Society
www.swedishpainsociety.com/

271.

Swiss Association for the Study of Pain
(SGSS/SSED)
www.pain.ch/

272.

Swiss Headache Society
www.headache.ch

273.

Swiss Migraine Action
www.migraine.org.uk/

274.

Syringomyelie Patiënten Vereniging
www.syringo-chiari.info

275.

The Work Foundation
www.theworkfoundation.com

276.

Trigeminal Neuralgia Association UK
www.tna.org.uk/

277.

Udruženje za Istraživanje i Tretman Bola Srbije (UITBS)
Serbian Association for Pain Research and Treatment
(SAPRT)
www.uitbs.org.rs/

278.

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

UASP

Ukrainian Association for the Study of Pain

®

279.

Divinum opus sedare dolorem
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280.

ULSS7 del Veneto
www.ulss7.it

281.

Universidad Carlos III of Madrid
www.uc3m.es

282.

Universidad Rey Juan Carlos (URJC)
www.urjc.es

283.

University of Cádiz (UCA)
www.uca.es

284.

University of Maribor, Faculty of Medicine,
Institute for Palliative Medicine and Care
www.mf.uni-mb.si/index.php/en

285.

University of Parma
www.unipr.it

286.

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

287.

University of Zagreb – Academy of Dramatic Art
www.adu.hr

288.

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

289.

Vereniging van Ehlers-Danlos Patienten
www.ehlers-danlos.nl
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Vlaamse Liga voor Fibromyalgie-Patiënten vzw
www.fibromyalgie.be/

290.

Vlaamse Pijnliga
www.vlaamsepijnliga.be

291.

Whiplash Stichting Nederland
www.whiplashstichting.nl

292.

WIP Foundation
www.wipfoundation.org/

293.

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

294.

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

295.

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

296.

World Institute of Pain
www.worldinstituteofpain.org/

297.

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

298.

Xunta de Galicia - Consellería de Sanidade –
Galician Health Service
www.sergas.es

299.

Young Against Pain (YAP)
www.simpar.eu/simpar/progettoyap/

300.
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