NEXT ISSUE:

. 1st December

INSIDE THIS
ISSUE:

PAE revamped
website

Pain Pathway
Recommendations

Project

News from

members

Chronic pain info

& news

Events and

conferences

Future 11

CONTACT

Secretariat

Grensstraat 7, box 3
1831 Diegem (Brussels)
Belgium

Tel: +322 72501 51

info@pae-eu.eu

WwWw.pae-eu.eu
AISBL: 0843.498.142

_H’." : o
5 = W o T e e i e

SEPTEMBER 1, ISSUE 2/2013

Welcome word

Dear readers of PAE’s newsletter,

Welcome to this second edition of our newsletter: a newsletter
which aims to keep you updated on the activities of PAE and

its members.

We are aware that this has been a period in which a lot of you

enjoyed holidays. Still we have managed to receive infor-

mation from members and we thank them for that.

You will find also some news from the activities done by the board and secre-
tariat: the secretariat succeeded to finalise the paperwork involving the chang-
es of the statutes and the address. This has now been published according to
the legal requirements. It will make it possible for the board members to get
clearance passes for the European parliament so they can do their lobbying

work even better.

Further, the board has been working on pushing you all for the Pain Patients
Pathways Recommendations which is coming in its final phase of the first
step. The start of the second step, the workshop, is scheduled for October in

Brussels.

We do hope that all of you found enough energy to start with some fresh ideas

for the period to come.

Hope you enjoying reading this newsletter and hoping to read something about

your association in the next one.

Joop van Griensven
President PAE
president(@pae-eu.eu

+31650222735
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PAE revamped website

The website of Pain Alliance Eu-
has

with new

rope (www.pae-eu.eu) been

restructured, infor-

mation, sections and imagery.

Following the recently launched
newsletter and brochure, Pain Alli-

ance Europe aims :

>

explicit means of communication

to develop attractive and

with its members,

P to be a reliable platform for the

chronic pain patients and

P to attract the interest of other
chronic pain associations and com-
panies that could support PAE’s

mission of improving the life of

people living with chronic pain

expression

patients),

The new or updated sections are:
» Chronic pain patients survey
» About us: contains more in-
formation about PAE, activities,
organisational structure and mem-
bership, as well as a membership

application form displayed online

» Members: displayed per country

Important note! Please make sure
your association’s information is

correct and up to date
P Statements from patients
P Support—request for funds

» News: displayed since January
2013

The first step in improving the
life of people living with chronic
pain is to get to know these peo-
ple, their needs, their style of
living and their story.

This information would help us
develop the right projects and
tools to respond to these needs
and understand what quality of
life means for them.

Patient stories

This new section of the website is
of paramount importance for un-
derstanding what chronic pain
means (for those who don’t) and

for feeling comfort, freedom of

and the sense of

belonging (for the chronic pain

resulting in an

eye-opening experience for all.
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Welcome

(Juestionnaire for chronic pain patients

The aim is to launch a new (short)
questionnaire every three months,
following a certain theme (general,
pain management, work & family
etc.) and publish the results in each
newsletter.

Therefore, we start with an intro-
ductory survey that is now on the

The be

displayed in the next newsletter.

website. results will

Though the stories posted now are
part from the pan-European cam-
paign “ The pain within”, the aim
is to grow this section of having
With

without a name and a picture,

more stories there. or
dealing with pain is easier togeth-
er, so these could have a great im-

pact on all the website’s visitors.
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,' Pain Pathway Recommendations Project

| !
(to
|

N\

! I Patients (Pain Alliance Europe, PAE), Citizens (Active Citizenship Network,
ACN) and Industry (Griinenthal GmbH, GRT) will work together in a multi-
stakeholder project to:

e become a strong European Pain Patient advocacy group by developing con-
crete proposals for the improvement of pain management;

® encourage active participation of citizens in European and national public
policy-making and the cooperation among patient organizations, necessary to
get heard by the policy makers.

The project will run until December 2014 and consists of 3 steps: writing the
report based on questionnaires, developing the recommendations and publishing

the "Pain Pathway Recommendations.

/
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Dear participants in the Pain Patients Pathway Recommendations Project,

Thank you all for all the hard work you have been doing for the past period. We are aware that this has

been a big issue for all of you to come to a good conclusion. For all your effort we can't thank you enough.

The next step were you as participants will be involved will be the workshops which are held in Brussels,
October 22 / 23 2013. This means arriving in the morning of the 22 and leaving in the second part of the af-
ternoon of the 23. You will be invited to participate with 1 person of your association. That person should
be able to read and speak English as there will be no translations in any other language and the use of pri-
vate translators will not be allowed as we have limited resources and a tight schedule. The formal invitation
will follow soon, please save this date in your agenda. Travel costs and your overnight stay will be reim-

bursed. Details on this will follow.

As you all know, we developed a first primary report of the findings. This report was presented during the
last SIP meeting. As we are receiving the final results now we are going to work on the end report. For that
we need your feed back. During the SIP you all received the first report. We really need from everyone of
you your feed back on that report. General remarks, specific details on names and so on, lay out remarks,

content remarks in short anything you think what is good or not good on the report. I would like to ask you

to send these remarks to info@pae-eu.eu_ Please do send in your remarks even if you have done this before

in a verbal way, by e-mail or letter. This to be sure your remarks will be taken in consideration.
The final report will be presented in October.

Thank you again for your willingness to participate and hoping to see you all in October in Brussels.

Joop van Griensven

President Pain Alliance Europe


mailto:info@pae-eu.eu
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Pain Alliance Europe cur-
rently has 28 members from 14
European countries, which
makes it a true European Or-
ganisation. However, the goal
is to grow more—Bulgaria,
Croatia, Czech Republic, Esto-
nia, Greece, Latvia, Lithuania,
Luxembourg, Hungary, Malta,
Portugal, Slovenia, Slovakia—
are not represented in our Al-
liance. Help us grow this asso-
ciation to new heights, so we
would be a truly unified voice
of all the chronic pain patients

across Europe.

gium.

News from members

Tuesday, 25 June 2013, the
annual presentation of the
MEP awards took place at
the Concert Noble, Rue
d'Arlon 82, Brussels, Bel-

Just as last year, ENFA sup-
ported the Justice and Civil
Liberties award.

In his speech, Robert Boel-
houwer, president of ENFA,

2/2013
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This section focuses on the
news and activites provided by
the PAE members, As an al-
liance, it is important to know
each other, to learn one from
another, to coordinate our na-
tional efforts and to spread the
best practices to the other
members. Short facts will be

further presented,

We will thus be able to see the

different national approaches

to our common goal of:

Improving the quality of life
of people living with chronic

pain in Europe

and the winner s

B 3 Livia Jér€<
e S

specially addressed the patients
rights and more precise the one
of having the best possible
treatment for their condition.
He emphasized Europe’s roll in
this.

Robert Boelhouwer presented
the award to Livia Jaréka the
winner of this award.

The presentation of this award
can also be followed here


http://live.mepawards.eu/VOD/Livia_Jaroka_Justice_and_Civil_Liberties_Video_Archive.php
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Foundation Pijn Platiorm Nederland
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View of Pain: Experiences of chronic pain patients in the Netherlands

What are the experiences of Dutch patients with chronic pain care? What is going well, what needs to be
improved and which elements are most important to patients? What are the requirements of good pain care?
The project ‘Zicht op Pijn’ ('View of Pain') was designed to answer these questions. The project is a collabo-
ration between five Dutch patient organisations:

P Stichting PijnPlatform Nederland (Dutch Pain Cooperation);

P Stichting Pijn-Hoop (Foundation Pain-Hope);

» NVVR “de Wervelkolom (Dutch association of patients with back problems);

P Sarcoidose Belangenvereniging Nederland (Dutch Sarcoidosis association);

» Whiplash Stichting Nederland (Dutch Whiplash Foundation).

/
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Part 1 of the project ‘View of Pain’

The aim of the first part of the project was to examine the experiences of Dutch patients with chronic pain

care. This part of the project was carried out by NIVEL (Netherlands Institute for Health Services Re-

search; www.nivel.nl). As a start, group discussions with members of the patient organizations were orga-
nized in the spring of 2012. In these meetings, patients discussed their experiences, views

SWUTE and preferences of chronic pain care.
NS (7 The results of these meetings were then used, in combination with existing research, to de-
velop an extensive questionnaire on patient experiences with chronic pain care. In the au-
//?0[ RD\@ tumn of 2012, the questionnaire was sent to the members of the five patient organizations.

In the end, nearly 900 patients participated in the study.

Contact with the health care provider

Most patients feel that having a good relationship with the health care provider is an im-

portant prerequisite for pain care: patients need to be able to tell their story and find that
they are being listened to. Because most patients have experienced pain for many years, they feel that
health care providers could rely more on the reports of patients on their pain. Also, many reported having
had negative experiences regarding the personal contact with health care providers in the past. Nonetheless,
most patients (85-90%) are positive about the contact with their current health care provider.
Continuity of Care
Most patients feel the information they get from health care providers about possible pain treatments may
be improved. The treatment options are often unknown to patients and they experience insufficient coordi-
nation.
Furthermore, most patients (60-80%) perceive little consultation between health care providers, which im-
pedes continuity of treatments. This in turn may lead to redundant treatments.
Many pain patients mention having a central case manager as a possible solution to many of these problems.
Indeed, this seems promising: patients who have such a central case manager (about 50%) were more posi-
tive about the cooperation between health care providers than patients without a case manager (p <.05).
Implementation of findings
From the extensive questionnaire, a short version was compiled: the Consumer Quality Index module Pain
(CQ-index module Pain). This module can be added to existing patient experience questionnaires, in case
pain care is relevant. The questions provide a summary of the quality of pain care.

Part 2 of the project ‘View of Pain’

Also, it is being investigated whether the module can be used in the second part of the project 'View of Pain’,
performed by Vilans (Knowledge of long-term care). In this part of the project, the main demands for quali-
ty pain from the patient perspective, are collected. In the future, the questions from the module can possibly
be used to investigate whether health care providers meet these criteria.

The project 'View of Pain' provides the patient organizations with an additional tool with which to enter
into discussions about (chronic) pain care policies and to better represent the interests of their members.


http://www.nivel.nl
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Trigeminal Neuralgia Association UK
Facing pain together

Trigeminal Neuralgia Association UK

TNA UK has had a busy and productive year, with the recruitment of a Chief Executive Officer, Naomi Gil-
bert, who has been fully occupied with a number of initiatives aimed at improving the organization’s infra-
structure. In addition, TNA UK commissioned a film about TN thanks to funds from the Christmas Appeal.
The 25 minutes film has already been shown on satellite TV and is now available to NHS staff on their dedi-
cated website. It includes information about TN plus personal stories from a number of TN sufferers. Please
go to the link below to view the film — and please let us know what you think of it.

http://www.tna.org.uk/news.php/102/view our film all about tn

In June, the organization held its Conference and AGM. The Conference included talks by a number of ex-
perts in fields relating to TN and was adjudged to be a resounding success by all 155 attendees, who included

Healthcare Professionals, TN sufferers and their guests. The entire Conference was recorded and copies of
the DVD can be purchased from TNA UK.

At the AGM, a new Chairman was elected, when Jillie Abbott stepped down after four years and Martin
Schwarz took over. Martin comes from a background in the Health Service, from which he has recently re-
tired.

Finally, TNA UK is holding an Open Day at its Surrey Headquarters. The aim of the Open Day is for mem-
bers to meet the Executive Committee and to explore ways in which members can offer their experience to
benefit TNA UK. Everybody is welcome, but please let us know if you’re coming!

http://www.tna.org.uk/news.php/104/open _day

Please visit the organization’s website and get in touch with us. PAE is founded on communication and we
are pleased to support PAE and its aims.

Dr Martin J Schwarz
Chairman, TNA UK

i ]

*FAKS

%

FAKS Denmark

Lars is working on new projects for FAKS, and has
kindly shared some snapshots of his poster work
with us.



http://www.tna.org.uk/news.php/102/view_our_film_all_about_tn
http://www.tna.org.uk/news.php/104/open_day

@ICThealthy
ACT Healthy, Cyprus

’—————————————————————————————\

I The “Algea” project (a Greek ancient God of suffering) is an innovative bio-psychosocial intervention
| for the treatment of chronic pain patients and their families funded by the European Union Cross-
| border Cooperation Programme “Greece-Cyprus 2007-2013”.

|
|
|
| 1t incorporates an interdisciplinary approach combining psychological interventions and medical |
| therapy as the treatment of choice for chronic pain. Based on these, this project aims to design and |
I implement an innovative treatment program for chronic pain patients and their families understand- I
ing the needs of the whole community involved with chronic pain-patients and their families, physi-
cians, health systems support agencies, etc., in a joint effort to tackle the cross-border problem be- I
tween Greece and Cyprus integrating psychosocial support group programs, and using cutting-edge |
| technology to develop customized treatment programs. |
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The project aims to:

a) develop and evaluate a toolkit assessment of chronic pain and its impact,

b) create a therapeutic manual-protocol group psychosocial intervention for chronic pain to be used
by mental health professionals,

c¢) a personalized online treatment program for chronic pain (web-based intervention),

d) the training of human resources in health and chronic pain units using the e-platform therapeutic
modality,

e) the institutional integration of the program to medical and psychosocial services.

The established consortium consists of two academic research institutions with a long and existing
presence on the international research gate and a vigorous academic staff. Both the two collaborating
departments of Psychology- University of Crete and Cyprus and the third partner the " Cyprus Institute
of Neurology and Genetics,” aims to provide knowhow and expertise for the integrated project quality.

Adopting the principles of the European Commission (The Steering Committee of the Pain Proposal
initiative as well as Pain Alliance Europe organization) and the World Health Organization for
chronic pain, "Algae program” aims to create an innovative environment for the management of
chronic pain both in Greece and Cyprus, which will offer support to the patient suffered from any
type of chronic pain and their families, the physicians in their effort to reduce pain, and it will con-
tribute to the creation of a new culture aiming at individualized intervention and improve quality of

life .

Algea Project team,

ACTHealthy lab

Clinical Psychology program

Dpt of Psychology, University of Cyprus
algea@ucy.ac.cy

www.acthealthy.org



http://www.acthealthy.org
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MYELOMA
EURONET
ROMANTIA

Myeloma Euronel Romania

1) The duly completed Questionnaire for Medical Professionals was submitted to Daniela Quaggia, ACN,
at the beginning of July.

In spite of our efforts, personal inquiries with the Secretary of State Vulcanescu , repeated e-mails and te-
lephone calls, so far the Romanian Ministry of Health did not cooperate. Moreover, the Ministry of
Health did not consider my request to receive an official letter stipulating their inability to complete the
Quesstionnaire.

2) Viorica Cursaru attended the Partners for Progress Conference organized by Celgene in Brussels between
1-3 July 2013. The conference focused on the role of the Patients' Organizations within their own national
societies.

It was emphasized that suitable patients' empowerment facilitates a well-ballanced win-win diaglogue bet-
ween the patients and all stakeholders involved in the medical system and furthermore the progress of the
system for the benefits of the patients.

rg®

The Galician Rheumatological League

The Galician Rheumatological League (Liga Reumatoléxica Galega) prepares in collaboration with the De-
partment of Health of the regional government (Conselleria de satide da Xunta de Galicia) an online course
about pain approach for the general population.

Part of the contents means to raise awareness of the importance of occupational therapy about the use of
orthotics and assistive devices for preventing excessive use and pain. These are very useful in personal care,
work and leisure.

The contents of the course - taught by patients, physicians, nurses, occupational therapists, physiothera-
pists, etc - means to train the pain patient, or the one with risks of suffering it, in the use of techniques to

protect his/her damaged area(s) as well as joint ergonomics and tips to reduce, locate and combat the pain.
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Chronic pain info & news

P September is Pain Awareness Month in the US. Read more

» In “The Painful Truth Survey”of over 1,000 Europeans with chronic pain, more than a
third said they continue to wrestle with regular daily tasks, including their ability to care for

their children. Read the surveyv report

P Stay updated with the latest nformation on chronic pain in Europe. Read here

» Levels of communication between two areas of the brain may control whether back pain

eases over time or becomes a chronic problem. Read the article

» Latest European Discovery in chronic back pain suggests antibiotic therapy instead of sur-

gery. Read here

P Inserting needles into certain acupuncture points, shown here as labeled dots, seems to spur

tissue to release a pain-killing chemical. Read the article

» Health special in Time Magazine: Chronic Pain. The article covers different subjects, such

as: Living with pain, beyond drugs, alternative treatments and many more. Read the article

P Check Painstory videos and animations. See videos
» Read more about arthritis pain. See website

P Opioid prescriptions in chronic pain conditions—a comprehensive report about pain mana-

gement in Australia. Read the full report

P Improving and current of future management of chronic pain—a European consensus report
by Pfizer, EFIC and EFNA. Read the proposal here

» In the IMI project, EUROPAIN, scientists from research institutions, universities and
pharmaceutical companies come together to learn more about the basic biology behind chronic

pain to create a solid knowledge for speeding the development analgesics. Read more

Baruch Elron: "Don't Suffer in Silence"

Compiled for EFIC by: Beatrice Sofaer, David Niv, Marshall

Devor
About the Artist:

Baruch Elron is a well-known figure in the art scene in Israel.
He recently underwent amputation of a leg and knows chronic
pain personally. In this painting, titled "Sharp Pain", Elron
uses autumn colours to express defoliation of body and spirit
due to unremitting phantom limb pain, with the scream help-
ing him to share his suffering with his surroundings.

Source: www.efic.org


http://www.theacpa.org/September-is-Pain-Awareness-Month
http://www.epresspack.net/mnr/dynamic/2013/01/937949.pdf
http://www.west-info.eu/west-news/topics/health-and-social-care/disease-and-chronic-pain/
http://news.sciencemag.org/2012/07/blaming-brain-chronic-back-pain
http://www.theguardian.com/society/2013/may/07/antibiotics-cure-back-pain-patients
http://news.sciencemag.org/brain-behavior/2010/05/how-acupuncture-pierces-chronic-pain
http://content.time.com/time/specials/packages/article/0,28804,2053382_2055269_2055261,00.html
http://www.youtube.com/user/painSTORIES/videos
http://www.arthritistoday.org/about-arthritis/arthritis-pain/
http://www.dassa.sa.gov.au/webdata/resources/files/Opioid_prescription_chronic_pain_guidelines_for_SA_GPs.pdf
http://www.efic.org/userfiles/file/pain_proposal.pdf
http://www.imi.europa.eu/content/europain
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Chronic pan events and conferences Europe

7, 7 7 To keep you informed about what is going on in
0 7 terms of research, workshops, conferences and other
events that are related with chronic pain, as well as

PAE events, see this list below. Surely, there must be

many other national or local events that are not

listed here.

* 32nd Annual ESRA Congress 2013 (European Society of Regional Anaesthesia & Pain

Therapy ), September 4-7, 2013, Glasgow, United Kingdom , read more

* EFNA General Assembly and World Congress of Neurology 2013, September 21t Vienna,
read more

* Pain Forum Day, September 25, 2013, Birmingham, UK. Clinicians in Pain Medicine,
Anaesthesia, Neurosurgery, and Palliative Care will exchange ideas with leading experts
about: Head and orofacial pain. Cervical spinal pain. Psychology for non-psychologists. Out-

come measures. read more

* International Symposium of WIP "ALGOS 2013." ,September 26-29, 2013, Kos Island,
Greece. Following the very successful meeting in Santorini "ALGOS 2002" and in Mykonos
"ALGOS 2009" it will feature the latest evidence-based and best practice-based Pain Medicine

read more
* EFIC Congress 2013 “Pain in Europe VIII”, October 9-12, Florence, Italy - read more
* Pain Pathway Recommendations Project Workshop 22-23 October 2013, Bruxelles

* Brain and Pain: Researching Pain Persistence after Surgery." November 7-9, 2013,
Arnhem, The Netherlands. The research symposium, with international top speakers, will
give you a complete overview of the research and knowledge on post-operative pain. read

more

* PAE General Assembly, 12 November, London—TO BE CONFIRMED


http://www2.kenes.com/esra/Pages/Home.aspx
http://efna.net/efna-plans-big-splash-at-world-congress-of-neurology/
http://painmanagementcourse.co.uk/
http://www.algos2013.gr/
http://www2.kenes.com/efic2013/Pages/Home.aspx
http://www.brainandpainnijmegen2013.nl/
http://www.brainandpainnijmegen2013.nl/
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For PAE, quality of life for a chronic pain patient means giving the
pain A“iance patient the right to choose the best possible solutions and support to
Europe live his life according to his possibilities and wishes. The strategic

objectives of the organisations are to promote awareness for chron-

ic pain, to promote an European policy on chronic pain and to re-
duce the impact of chronic pain on the European society on all are-
as. These are to be achieved by:

» Working in close relation with the other stakeholders

PAE

Secretariat pain from the patients’ point of view
Grensstraat 7, 1831

» Gathering and distributing relative information on chronic

P Establishing a good relation with potential sponsors
Diegem, Belgium

Phone: +32/2 725 0151
Fax: +31/2 720 68 73 P Growing the association

» Promoting/ initiating research on chronic pain

E-mail: info@pae-eu.eu » Obtaining visibility through events, website, media coverage
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Future edition

For the next edition of the Newsletter, which will be launched
on December the 1st, besides the general news that are listed,
please contact PAE Secretariat for more suggestions and sec-

tions to add, as well as for replying to the following questions:

1. How would you imagine a PAE event for European chronic

pain patients?

2. What would you like to add to the PAE Website?

(See www.pae-eu.eu)

3. What theme would you approach in the next PAE Survey

for chronic pain patients? (See page 2 of this newsletter)

4. List your association’s event in the Chronic Pain Events

section (page 11)

5. Send us a photo of you / members of your association -
November 2012, Aachen

Until then, best of luck with your projects and initiatives!



