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CHAPTER 1 – Introduction 

 
1.1 Background  
 

Cittadinanzattiva Onlus has more than 40 years of experience in protecting 

citizens' rights in the health sector. Its activity began at national level with the 

Tribunale per i diritti del malato ("Tribunal for Patients' Rights" or TDM) in 1980 

and was later strengthened through the Coordinamento Nazionale Associazioni 

Malati Cronici ("National Coordination of Chronic Patients' Associations"
1

) in 

1996. Starting from 2001, through its EU branch Active Citizenship Network 

(ACN), Cittadinanzattiva has been promoting civic participation and rights’ 

protection also at European level, gathering almost 200 civic and patients 

organisations all over the Continent. 

Over the last 15 years, Cittadinanzattiva and Active Citizenship Network have 

been increasing their contributions to the promotion and protection of citizens' 

rights against useless pain through: 

 The protection against violations of the right of individual citizens; 

 The promotion of information and awareness-raising campaigns; 

 Actions designed to promote cultural changes; 

 Institutional mediation; 

 The production of citizens' information; 

 The collection and dissemination of best practices. 

Concurrently, Good Practices began to be identified in numerous different 

contexts, with a consequent increase in the number of health service awards and 

recognitions distributed in Italy.  

In the space of chronic non-cancer pain, Good Practices are an important part of 

the policy pursued by Cittadinanzattiva at national and European level. In Italy, 

for example, Cittadinanzattiva manages an important prize, the "Andrea Alesini 

Award for the humanisation of care”
2

 in which pain management is relevant. At 

European level, in 2012-2013, ACN and Pain Alliance Europe published a report 

highlighting a collection of Good Practices to avoid unnecessary suffering and 

pain entitled “Civic survey on the respect of unnecessary pain patients’ rights in 
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Europe”
3

. In our website
4

 it is possible to read about our commitment both at 

national (Italy) and EU level with regards to the patients’ right to avoid pain. 

Recently, for instance, we have launched the first European Prize of Good 

Practices in the fight against pain
5

. This Prize has allowed us to gather over 100 

good practices from 2014
6

 to date
7

, to become official partners of the most 

important multi-stakeholder initiatives (SIP-Societal Impact of Pain
8

: 

edition 2016
9

, 2017
10

, 2019
11

) and to win an international Award
12 

for the 

“Social Organizations” category. 

 

Mariano Votta at the Excellence 

Award promoted By Efhre 

International University 

 

 

 

 

Above all, we have contributed to increase the attention and the commitment of 

the European Institutions on the issue: chronic pain was mentioned in the 2017 

Conclusions of the Council of the European Union
13

; the European Union has 

recently allocated more funds for research dedicated to the topic; the European 

Commission-DG-Santè has opened its EU Health Policy Platform to a group of 

experts on the subject
14

; the MEPs Interest Group “European Patients' Rights and 

Cross-border Healthcare” insides the European Parliament have hosted 

initiatives
15

 on the subject. 

 

MEPs Interest Group “European 

Patients' Rights and Cross-border 

Healthcare 

 

4

https://urldefense.proofpoint.com/v2/url?u=https-3A__www.sip-2Dplatform.eu_media_details_SIP-2D2017-2DProceedings-2Dnow-2Davailable&d=DwMFaQ&c=rKcR87XD2bn3vfHr9ZGyMg&r=NhCcpU7Y1GWcoZBA_ZL03eIDJjumxEbZhFM4V6AV9J8&m=uxf4KcFxVQyfSQGy-h_ErlA4LMcLaV3yMYGuzImQn3A&s=svLDVjK_MiOFILngfcTTexFWItmboF23o-qsGg4NHQ4&e=
http://awards.eiu.edu.bz/portfolio_page/active-citizenship-network/


   
 
1.2 Foreword: The origin of the European Civic Prize on Chronic Pain 
 

In 2014, for the first time at European level, the issue of chronic pain was 

included within the agenda of the EU institutions
16

. It is of paramount importance 

that the public feels empowered to voice their support.  

In the same year, Active Citizenship Network started a research project
17

 with the 

aim of giving evidence on existing good practices in European countries in terms 

of struggle against pain, presented at the EU Institutions two weeks later the EU 

Health Ministers’ discussion on pain therapy and palliative care
18

. 

 

In 2015, after several years of work on this topic, Active Citizenship Network 

started the project “European Civic Prize on Chronic Pain - Collecting Good 

Practices"
19

 in order to give evidence on existing good practices in several 

European countries in terms of struggle against pain.  

 

The establishment of a “European Civic Prize on Chronic Pain”, based on 

the  selection of the practices presented by different healthcare stakeholders 

(patients’ associations, health professionals, private and public hospitals, 

universities, etc.), provides an occasion for demonstrating what this community 

can offer in terms of experiences which are useful in raising awareness about the 

condition, enhancing the body of knowledge of positive cases and success, and 

strengthening commitment to this topic. 

 
1.3  I° edition of the European Civic Prize on Chronic Pain 
 

The first edition comprised 30 Good Practices on chronic pain, cancer & non 

cancer-related, from 11 different countries: (Malta 2; UK 6; Spain 8; Portugal 2; 

Ireland 1; Italy 6; Germany 1; Denmark 1; Finland 1; Netherlands 1; Russia 

1).  All the received Good Practices were collected and published within a printed 

and online report. The principal actors of the good practices were national and 

European patient associations, followed by universities and (public and private) 

hospitals.  

 

On February 28, 2017 a Jury Panel composed of international experts in chronic 

pain (from universities, healthcare professionals and providers’ organizations, 
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civic and patients’ associations, etc.) selected the 4 winners of the prize, one for 

each category (Clinical practices, Patients’ empowerment, Innovation, 

Professional education).  

 

These were the winning projects of the first edition: 

 

1. ‘Clinical Practices’ Award: "Physical activity in women with fibromyalgia: the 

al-Ándalus project" carried out by the Department of Physical Education and 

Sport, Faculty of Sport Sciences, University of Granada in Spain
20

.  

2. ‘Patients’ Empowerment’ Award: “7 Commandments” of the Alleanza 

Cefalalgici Cluster-European Headache Alliance, Italy
21

.  

3. ‘Innovation’ Award: “Non-pharmacological treatment of chronic pain: a 

multimodal approach", carried out by the San Raffaele Hospital in Italy
22

.   

4. ‘Professional Education’ Award: "Patients as Teachers in Health Professional 

Education" by The Pelvic Pain Support Network (PPSN) from the UK
23

.  

 

The Award Ceremony has been celebrated during the Societal Impact of Pain 

(SIP) Symposium 2017, which was held in Malta on June 8-9, 2017, during the 

Maltese Presidency of European Union
24

. It represented the recognition of 

ongoing excellence at the presence of the President of Malta H.E. Marie-Luise 

Coleiro Preca. The winners received an expenses-paid visit to another winner, and 

a publication – in English – about their own good practice on the Health 

Management Journal
25

. 
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Award Ceremony - Societal Impact of Pain (SIP) Symposium 2017, Malta June 2017  
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CHAPTER 2 - Criteria for the collection of Good Practices 
 

The mission of Cittadinanzattiva is to contribute to turn individual experiences 

into a “system” and to place citizens at the heart of services. Accordingly, the 

process of seeking, encouraging, rewarding and promoting good practices is – 

today more than ever – one of the imperatives of the mission of Cittadinanzattiva 

at national and EU level.  

It is therefore important to acknowledge the spirit of human research in 

contributing to the service and the promotion of actions of individual citizens, 

aiming to create a network of “good operators" which, according to the principle 

of subsidiarity, shall bring a bottom-up change in the relationship between 

citizens and Public Healthcare providers. Over the years, Cittadinanzattiva has 

developed a unified strategy in the definition and identification of good practices 

that goes beyond the scope of specific areas of reference (healthcare, education, 

etc.) and that maintains the same evaluation criteria. Consequently, the goals 

and tools used to collect best practices are always the same: press, network, 

databases, juries of experts to evaluate the projects. In our website you can read 

our policy on Good Practices
26

. 

 
2.1 Definition of Good Practice  
 

The collection and dissemination of good practices have a key role in the 

protection of citizens and patients’ rights since they allow to:  

 

 bring to light the possibility of immediate change in the organisation of services 

without new laws or investments;  

 valorise the action of those who strive to improve their work and “draw them to 

one’s own side” stigmatising, conversely, negative behaviours unjustifiable in 

front of good practices; 

 introduce incentives in the organization of services in order to empower those 

involved;  

 promote the spirit of emulation.  

 

Given the difficulty of collecting good practices through occasional initiatives and 

actions, the best way to deal with this issue is promoting specific programs 

aimed at this purpose.  Among the most useful and most effective ones there is 

certainly the promotion of awards and competitions.  
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But what is a good practice?  

Good practices are actions whose very nature lies in the impact on the quality of 

services, the protection of citizens' rights, the promotion of civic participation and 

the enhancement of human resources. They are very successful initiatives aimed 

at improving the efficiency (cost) and the effectiveness (to meet, in an appropriate 

manner, the needs and expectations of citizens) of the management and provision 

of services.  

 
 
2.2 Online Form used to collect the practices 
 
Applicants have identified and given details of initiatives that they and/or their 

organisation have experienced firsthand and which met four basic criteria. 

Applicants submitted an online form on ACN website
27

 divided into the following 

parts: 

 contact details (name and surname, organisation, country, email) with a 

short description of the person/organization; 

 description of the good practice: title, category (innovation  –clinical practice 

– patients’ empowerment  – professional education), actors involved, location 

(where the initiative took place); duration (start and ending dates); brief 

description of its objectives, outcomes/impact on participants (explaining 

which benefits have been identified as a result of the good practice); 

indispensable resources to carry out the initiative (human and financial 

resources, logistic facilities, information, experiences, etc.). 

 analysis: development of the good practice (brief description of the main 

activities); obstacles faced (economical, cultural, managerial, etc.) and 

means used to overcome them, factors enabling the process. 

 evaluation: the criteria to be met are 1)reproducibility (is it possible to 

reproduce and implement the good practice in  other  situations  and  

places?);  2)innovation  (has  the  good  practice  produced  any innovative 

solutions?); 3) added value (was the good practice more helpful than the 

solutions previously used?); 4)appropriateness (has the good practice 

produced an efficient problem management?). 

 next steps: answers to these questions: if another country/organisation 

attempts to implement your good practice, what advice would you give them 

regarding the lessons learned?  What are the two key ‘take-away” about your 

good practice that you want to convey? If applicable, what are the next steps 

of your organisation for your good practice? 
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 other information: add any other relevant information not mentioned in the 

form (i.e. links to web pages, etc.). 

 
2.3 Criteria used to select the good practices 
 
In order to be considered as a Good Practice, the identified initiatives must be 

concluded or be ongoing and must meet all the following criteria:  

1. Reproducibility – It must be possible to transfer and implement the identified 

practices in situations and places different from the ones where they were 

observed.  What is it? A practice that could be reproduced in another 

country/hospital/patient/university etc.  What is it not? Cases where the 

conditions that make the initiative possible are exceptional.  

2. Innovativeness – The capacity of producing new solutions.  What is it not? 

The mere application of an existing guideline, regulation or law. However, an 

example of a good practice could be where an existing guideline, etc. is applied in 

a particularly innovative way. 

3. Added Value – The capacity of the identified practice to produce a greater 

impact on the situation.  

4. Appropriateness – A practice enabling an efficient and effective management 

of an issue.  What is it not? Example: a series of meetings between the mayor 

of Rome and citizens was implemented at the neighborhood level in order to fill 

the gap between the city administration and the people. Thousands of persons 

participated in these meetings but each one expressed their individual demands, 

and these were too specific, thus hindering the possibility of answering the 

population’s general demands. 

 
2.4 Specific categories 
 
The good practices must fall under one of the following categories:  

 

 Patients’ empowerment  

Good practices providing information, creating information campaigns, supporting 

and fostering capacity-building for individual patients with chronic pain and their 

relatives, including their social, psychological, and other impacts. This also 

includes partnerships between patient organisations and other stakeholders 

(health professionals, public institutions, media, healthcare industry, etc.) to 

empower patient and civic organisations so that patients can understand their 

rights and make informed choices. 
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 Innovation 

Good practices concerning laws, technologies, apps, devices, events, theatrical 

performances, etc.  

 

 Clinical practices 

Good practices concerning pain management (prevention, diagnosis, treatment 

and monitoring), dedicated units, therapeutic pathways, clinical records, ways of 

measuring pain, etc. Practices involving patients were highly valuable. 

 

 Professional education 

Undergraduate and postgraduate education for healthcare professionals, training 

courses in hospitals/clinics, updating general practitioners, etc. 

These categories are based on the Pain Patient Pathway Recommendations 

developed and subscribed by 21 civic and patients’ organizations dealing with 

chronic pain
28

 in 2012-2014. 

 

More details in the “Guidelines 2018-2019
29

” hosted on our website. 
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CHAPTER 3 –Toward the II° Edition: follow up & latest 
achievements  
 
The following pages host a brief description of the major activities that have been 

carried out – throughout and in the aftermath of the first edition of the Prize – in 

order to strengthen the initiative, as shown by the increased number of good 

practices collected during the second edition of the Prize.  

 
3.1 The informal network of manager & operators of best practices 
 
With the aim of contributing to value all the contacts and experiences gathered 

during this first European Prize on Chronic Pain as well as in recent years through 

the different collections of good practices, Active Citizenship Network has decided 

to promote the first civic Hub-incubator of best practices against pain across 

Europe: the “Pain Euro-Mediterranean Coalition”
30

.  

This Coalition is co-promoted together with “Sine Dolore”
31

, the Spanish patient 

association organising every year in the island of Menorca the “SINE DOLORE 

WORLD PARK”
32.

, the first and only global event intended to involve all the 

society on the issue on pain: the whole island is transformed into a theme park 

against pain to promote a better quality of life. 

 

The idea of the Coalition came out on June 2016 during the event realised at the 

EU Parliament “Pain therapy and the degree of patient’s pain in the age of cross-

border healthcare”
33

, which was supported by the MEPs Interest Group 

“European Patients’ Rights and Cross-border Healthcare”.  

After the collection of good practices of this European Prize on Chronic Pain, the 

idea of an agora of operators of good practices on pain has become more effective 

to ensure longer life to the good practices themselves and to identify conditions to 

replicate or implement them in other contexts. 

There is the will of Active Citizenship Network and Sine Dolore to cooperate for 

the development of concrete efforts against unnecessary pain. This Coalition aims 

to be: 

 The network of operators of good practices on pain, encouraging the 

exchange of experiences among health professionals, healthcare providers, 

Institutions, civic associations and Patient Advocacy Groups (PAGs); 

 An open multi-stakeholder platform mainly addressed to the constituency 

dealing with pain relief at local and national level across Europe rather than 

to EU umbrella organisations; 

12



   
 
 The fusion of experiences coming from pain and patients’ rights 

constituencies; 

 The missing piece necessary to integrate the scientific research on pain with 

the “civic information” approach on the topic; 

 A bridge on pain built in the Mediterranean area but intended to overcome 

EU borders and reach non-EU countries as well; 

 A facilitator for advocacy and policy actions on chronic pain at local, national 

and European level. 

 

The Coalition has been officially presented in May 2017 in Menorca (Spain), in 

the framework of the third edition of the “Sine Dolore World Park”, and then at 

the European presentation during the SIP-Societal Impact of Pain
34

 in Malta in 

June 2017. 

 

The diversity of members within the Coalition will strengthen collaborations 

among all the relevant stakeholders. At the same time, the different perspectives 

shared will enrich European and national experiences, expertise, data and 

benchmarking on chronic pain.  

After its official launch, the Pain Euro-Mediterranean Coalition realized its Annual 

Meeting in 2018
35

 and 2019
36

. 
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3.2 Strengthening partnerships 
 
Last November 21, 2017 in the office of Pain Alliance Europe (Brussels), Active 

Citizenship Network and Pain Alliance Europe (PAE) officially signed a 

Memorandum of Understanding on the cooperation between the “BMP Patient 

Centred Innovation Grant” managed by PAE and the European Civic Prize on 

Chronic Pain managed by ACN
37

. This agreement reinforces the already strong 

cooperation in the field on chronic pain between the two organizations and, 

mostly importantly, it allows them to better merge their above-mentioned 

initiatives. In a concrete way, the winner of the Grant, when developed, will be 

automatically included in the good practices to be evaluated by the Jury for the 

European Civic Prize on Chronic Pain. 

 

 

The signature of Joop van Griensven, President PAE 

 

The agreement signed with Pain Alliance Europe was followed throughout 2018 

by other two relevant agreements with European and international partners of 

ACN: 

 

 ENFA-European Network of Fibromyalgia Associations
38

 with the aim of 

strengthening cooperation in the field of chronic pain 

.  
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 WFIP – World Federation of Incontinent Patients

39

  to better advocate for 

patients affected by incontinence and pelvic pain. 

 

3.3 Promotional tour 
 
Active Citizenship Network, in partnership with its national and international 

partners, promoted along 2018 a series of meetings to announce the II° Edition 

of the European Civic Prize on Chronic Pain.  

European Events at the European Parliament: 

 On January 24, 2018, at the event promoted by Active Citizenship Network 

on headache pain
40

. 

 On April 26, 2018, at the event organized by Sine Dolore European Pain 

Foundation in partnership with Active Citizenship Network 
41

. 

 Events at national level in Malta
42

, Portugal
43

, Spain
44

, Italy (Florence
45

, 

Milan
46

, different cities in Calabria, etc.).  

 

In our website it is possible to find some promotional materials such as flyers
47

, 

leaflets
48

 and banners
49

. 

 

In addition to all this, we have decided to include one of the winners of the first 

edition within the jury of the II° edition of the Prize. Consequently, a 

representative of the European Migraine and Headache Alliance (EMHA) 

participated as a member of the jury.  
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CHAPTER 4 -–The II° edition of the EU Civic Price on Chronic 
Pain  
 

4.1 Description of the II° edition 
 

In 2018, Active Citizenship Network launched the second edition of the project 

“EU Civic Prize on Chronic Pain - Collection of good practices” aiming to continue 

to give evidence on existing good practices in several European countries in terms 

of struggle against pain. 

This second edition provided continuity to the successful collection started in 

2015 and expanded the “agora” of operators of good practices on pain, 

encouraging the exchange of experiences among health professionals, healthcare 

providers, institutions, civic associations and patient advocacy groups. 

The good practices collection involved the networks and contacts of ACN in 

Europe.  

Similarly, to the first edition of the prize, 4 prizes were allocated by a jury 

composed of international experts in chronic pain (for more details on the 

Members see the following paragraph) to the 4 best submissions. The winners 

will be offered the opportunity to share their projects in a public pain-related 

meeting and in an English publication in a suitable journal. 

 

The award ceremony has been celebrated in Brussels on November 6, 2019, 

during a welcome reception which took place in the Concert Noble
50

. The event 

has been realized in the framework of the SIP Symposium 2019
51

, confirming the 

great cooperation with the SIP ‘s promoters.  

 

4.2 Geographical impact of the collected good practices 
 

The II° edition of the Prize includes 40 Good Practices. The high participation 

forced us to postpone the deadline for the collection of good practices, which was 

initially scheduled for the end of December 2018. However, since various 

applicants expressed their desire for more time, we decided to move the final 

deadline to April 2019. Consequently, these 40 Good Practices have been 

collected in a yearlong time period, from April 2018 to April 2019. Therefore, 
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http://www.edificio.be/en/concert-noble
https://www.sip-platform.eu/resources/details/register-for-the-sip-2019-symposium-on-november-7-in-brussels?utm_source=newsletter&utm_medium=email&utm_campaign=Special+Newsletter+2019+June


   
 
some of them may have been ongoing in the period when they were submitted, 

but they may be concluded now.   

The good practices come from 12 different countries: Spain (13), Italy (10),  

Portugal (5)  Belgium (3), France (2), Malta (1), Sweden (1),  Germany (1), The 

Netherlands (1), Ireland (1), UK (1), Dominican Republic (1).  

 

4.3 The four categories 
With regards to the four categories (Innovation - Clinical practices – Patients’ 

Empowerment - Professional Education), and considering that the applicants 

could link their initiative to more than one category, most of the good practices 

are related to patients' empowerment (31 out of 40); more than half of them (22 

out of 40) deal with innovation; a few concern professional education (12 out of 

40); and 8 out of 40 are linked to clinical practices. 

 

4.4 Actors and promoters 
The main actors carrying out the good practices are national civic and patients 

organizations (24 out 40), followed by Universities (4), European Network of 

patients’ associations (3), Medical Doctors (3), Companies (2), Cultural 

associations (1), Hospitals (1), Public Health Agencies (1), and Scientific 

Societies (1). National or regional health institutions have been often involved as 

supporters and/or promoters in the various good practices.  
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4.5 Members of the jury panel 
 
Beside one representative of ACN, the jury panel was composed of the following 

experts:  

 

 

 

 

Beverly Collett  

President of the Jury Panel,  

Independent Pain Expert 

 

 

 

 

Gemma Fernandez 

 Sine Dolore European Pain Foundation 

 

 

 

 

 

Pascal Garel 

European Hospital and Healthcare 

Federation (HOPE) 
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Ilaria Giannico 

 European Union of Private Hospitals 

(UEHP) 

 

 

 

 

 

Joop van Griesven 

Pain Alliance Europe (PAE) 

 

 

 

Alba Malara 

 European Confederation of Care Home 

Organisations  (ECHO) 

19



   
 

 

 

 

Jordi Moya 

European Multidisciplinary Network in 

Pain Research and Education 

 

 

 

Paolo Rossi & Kalina Tyminski  

European Headache and Migraine 

Alliance (EHMA) 

 

 

 

Tomas Tölle 

The European Pain Federation (EFIC) 

20



   
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
4.6 Impressions from the Jury 
 

Jordi Moya: "It is a great honor to participate as a jury member of the European 

Civic Prize on Chronic Pain, which is a great initiative of Active Citizenship 

Network that on the one hand makes visible the great social problem that chronic 

pain represents, but on the other hand recognizes the great work that winners 

and all participants perform. Surely in other areas of life, we would classify as 

heroes those who fight against something that is not seen, which is invisible, but 

in the field of the fight against pain, the fact that pain cannot be measured, 

makes these heroes go unnoticed. Hence, the importance of these awards that 

give visibility to the great feat that all participants of this second edition of the 

European Civic Prize on Chronic Pain perform I take this opportunity to 

congratulate Active Citizenship Network as an organizer and all the winners, 

encouraging all participants to continue fighting against pain and present their 

projects in the next editions of the award."  
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Kalina Tymiski: “The quality of all the projects proves the needs of the patients. 

PAIN has become a real matter and people have finally started raising their 

voices. The disparity of contributors, and the high number of organizations 

participating, highlights the distress and incomprehension experienced by the 

patients with their disease. This year is very focused on innovative and 

technological projects to help, prevent, detect and relieve. However, the aim is 

common: CARE. This introduces the future treatment in medicine and aids 

understanding of an immeasurable disability, let it guide us”.  

 

Tomas Tölle: “I am really proud of being part of the committee. I think it is a 

great thing and the number of organizations which participated is impressive....”. 

 

Alba Malara: “It is an important forum for sharing ideas on care pathways, 

technological innovations, patient empowerment and education for pain. Above 

all, I believe that it is an effective awareness-raising tool to address the 

complexity and impact of pain to implement a pain care that is as transversal and 

multidisciplinary as possible”.  
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CHAPTER 5 - The 4 Best practices   
 

 
 
5.1 The winner for the category PATIENTS’EMPOWERMENT 
 
The winner for the category PATIENTS’ EMPOWERMENT is the Good Practice 

number 12: "MyDystonia – a Digital Diary for Dystonia Patients by Dystonia 

Patients" by the civic organization Dystonia Europe, Belgium. 

 

The Jury panel commented: “Good sensible project with great organization to 

overcome identified obstacles. It is a superb opportunity for increased 

communication between patients and physicians and improved collaboration 

between patients with dystonia across Europe” […] 

“Dystonia Europe introduces the patient to a diary with an interaction with the 

other patients and doctors reassuring them. The app is very fast to complete, 

considering their condition. Moreover, it is a global and evolving app gathering 

information. It will include a very important population: kids!” [….] “Could be 

become standard of documentation for dystonia and related pain features”. 
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5.2 The winner for the category INNOVATION 
 
The winner for the category INNOVATION is the Good Practice number 9: “DTX 

FOR PAIN”, by Lucine Group, France. 

 

The Jury panel commented: “This project is technologically innovative but also 

human, involving the relatives and the environment the patient lives in. The 

symbiosis between analysis and relieve is a remarkable step forward” [….]  

“There is a broad coalition of professionals. The identification of a biomarker in 

humans for pain would have huge ramifications for research and clinical use” 

[….] “Very straightforward, this might turn out to be a biomarker for the future of 

pain emotions(?)” …. 

 
5.3 The winner for the category PROFESSIONAL EDUCATION 
 
The winner for the category PROFESSIONAL EDUCATION is the Good Practice 

number 36: “Supporting Local Pain Care Network development and Patient 

Empowerment Through M-Health: The Case of the RED App, a Compass for 

Patients and Healthcare Professionals” by Niguarda Hospital, Italy. 

 

The Jury panel commented: “The network enables prompt access for patients and 

improves quality of care by shared protocols. It improves communication between 

patients, General Practitioners and pain centres. Good collaboration between 

health care professionals and the ICT partner in the development. Very 

importantly, the App and the RED network services were introduced to GPs in 

training meetings. The RED App should improve the quality of care pathways of 

patients affected by chronic and acute pain” [….]  

“RED gives the feeling to the patient to be part of the decision in their fight 

against their pain, sharing information with all the caregivers and learning. 

Moreover, the app is free, offering the opportunity to all the patients to interact 

with their GPs. Education is the basement of a pyramid; RED is their 

foundations”.  
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5.4 The winner for the category CLINICAL PRACTICES 
 
The winner for the category CLINICAL PRACTICES is the Good Practice number 

6: “Rise-uP” by Center of Interdisciplinary Pain Medicine, Dep. of Neurology, MRI 

Munich, Technical University of Munich, Germany. 

 

The Jury panel commented: “an outstanding project, describing a comprehensive 

collaboration between health care professionals (specialist and general 

physicians), health care organisations, technical organisations and patients. It is 

a good use of modern innovative technology applied to a common, but potentially 

disabling condition. It provides a structured scientific thoughtful approach using 

validated questionnaires and national guidelines. Patients are at the centre of this 

project, with a system for identifying and progressing those who have specific 

needs. This is an excellent project built on a broad coalition with a firm clearly 

clarified goal” [….]  

” Rise Up proves to us the possibility of creating synergy and trust between 

sufferers and careers through new technology. The importance of the project and 

the doors opened are an amazing example to follow” [….]  

“The relevant aspect is the attention to the risk of developing chronic pain and 

the early selection of the patients. The strength point is also in the involvement of 

general practitioners”. 
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CHAPTER 6 - Good practices list  
 

Chapter 6 contains the forms with the description of the 40 gathered good 

practices that have been filled in by the applicants.  
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GOOD PRACTICE N.1: LITERATURE AS TOOL FOR INCLUSION 

 

CONTACT PERSON 

Name: Xan 

Surname: Eguía 

Organization: Red Nacional FM-SFC-
SQM 

Position: Collaborator  

Country: Spain 

Country region: Lombardia 

Email: ediciones.ablu@gmail.com 

Phone number: +393425220945 

Information about Good Practice Applicant: Xan holds a Diploma in Teaching and 
a bachelor’s in philosophy. He is a writer. He is also the President of the Ablú 
Cultural Association and Ediciones Ablú is its editorial line, publishing socially 
themed books. 

 

DESCRIPTION 

Title of the Good Practice: Literature as Tool for Inclusion 

Category: Professional education 

 

Location: A Coruña 

Project Timeline: 

Start: October 2017 

End: April 2018  
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Stakeholders involved:  

Civic organisations: Red Española FM-SFC-SQM. 

University: Faculty of Education Sciences A Coruña; Occupational Therapy School 
A Coruña. 

Other: Public libraries and bookstores. Chronic pain patients, teachers, high school 
students, university with professional trainings. Socio-health professionals. 

Objective: The idea is simple: to generate texts, novels, and books that promote a 
specific approach to life and to the circumstances of groups at risk of exclusion. In 
this particular book we speak of fibromyalgia, the chronic fatigue syndrome and 
multiple chemical sensitivity, something understandable for anyone with chronic 
pain. The book has allowed us to give visibility to the association involved and to 
the issues themselves. The association deals with such issues in different ways, 
including presentations in public spaces and educational centers, and through the 
press. The most interesting activity is represented by the talks taking place in 
educational centers, where young people (many of whom will work in the socio-
sanitary field) become aware of the difficulties of these people, understanding not 
only the clinical aspects, but also the human sphere. We try to deal with the 
negative stereotypes that surround fibromyalgia and the psychological burden that 
it entails. We believe that it is important to stimulate critical thinking as well as 
empathy through emotional intelligence, getting to know not just the disease, but 
the people who suffer from it. 

Outcomes and Impact on Participants: We measure the results by taking into 
consideration the diversity of people with whom we manage to develop talks or 
facilitate the dissemination of the book, as well as by the feedback that is 
generated. Direct contact allows us to know if they have really changed their 
understanding of these problems and if they understand how people with these 
diseases should be treated. 

Resources:  We need a wide network of contacts that allow us to reach a greater 
diversity of people. It is especially important for us to reach students pursuing a 
career in the social and socio-health fields, which is why being in contact with 
professors and doctors is necessary. The financial aid received will allow us to 
publish more books and will give us the possibility of offering more talks, investing 
in longer journeys, etc. 
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ANALYSIS 

Development of the good practice: First of all, we decided what kind of book we 
wanted to write. From there, we edited it and distributed it. It was important to 
receive the support of public spaces in our city and of the media. Once the book 
had been published, it became a good sample of the work and of the intention of 
our talks, which helped us reach a very wide and diverse audience. 

Obstacles: Receiving financial aid. 

Means used to overcome or remove the obstacles: Right now, we are looking for 
more funding and thinking about improving our work on social networks, in addition 
to make new contacts in the medical and educational field. 

Factors enabling the process: At this moment we have a very clear idea of our 
work, especially after receiving a lot of feedbacks from different people and groups. 

 

EVALUATION 

Reproducibility: Without a doubt. We work adapting to any group that listens to 
us, stimulating critical thinking and empathy. We have extensive experience with 
groups of all kinds, so it is easy to adapt a talk or workshop to all circumstances. 
In fact, if possible, we would like to work on a second book suitable for children. 
Except for the book, we do not need any other material. We need to share ideas 
and emotions, so it is a priority to get more spaces where to organize our proposals. 
Our talks can be reproduced anywhere, in any country and context.  

Innovativeness: We are not sure how other organizations work. We promote an 
interdisciplinary method: it is not a lesson from a clinical perspective, although we 
provide useful and necessary information; it is not a wake-up call based on pity or 
exclusion; and it is not a boring class at the university either. We work exploiting 
the power of words, from a philosophical and humanistic perspective. We try to 
stimulate critical and analytical thinking of whoever listens to us, yet our activities 
are always linked to emotional thoughts and empathy, stimulated by a creative 
work such as a book or a workshop based on the dialogue we propose. Critical 
thinking, emotional intelligence and creativity are three concepts that, together, 
can lead to an innovative vision to solve problems and reach a great variety of 
people. 

Added value: The way of working explained above helps us link our initial objectives 
with new options. For example, we have seen that many other groups of people 
face similar problems. We refer to these groups as "invisible collectives", identifying 
those people whose circumstances, although difficult, are not understood or seen 
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by the others. In some cases, such as for fibromyalgia, there are even negative 
prejudices. These “invisible collectives” include people living with intellectual 
disabilities, depression, addictions, giftedness, etc. A simple conversation with 
these people allows them to understand the many similarities between all people, 
improving empathy and critical-thinking capacity.  

Appropriateness: We believe that our activity responds to a basic need of people 
with chronic pain: to express themselves. To be able to explain their life, to be 
understood, to be heard by their society and doctors in order to improve the ideas 
and information that these people have and to try to improve the services and 
health care they receive. 

 

NEXT STEPS 

Lessons learned: Work from less to more. Not to be ambitious, neither in the 
amount of people we want to reach nor in the information transmitted. We have 
realized that it is better to explain clearly a few concepts, especially those that 
allow us to approach emotionally the people with whom we are working in talks or 
workshops. 

Key takeaways: It is fundamental to prioritize the emotional aspect in order to 
transmit ideas. It is also necessary to know the level of awareness and previous 
ideas of the people with whom we work. 

Next steps: 

- To identify new groups that may be interested in 
our work.  

- To obtain institutional support that will not only 
provide economic assistance, but also adequate 
spaces.  

- To make the social-sanitary community 
understand the possibilities of what we are 
developing, and to do the same with the 
educational community.  

- To work more with affected people, as they can 
better transmit what they feel and consequently 
feel empowered. 
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GOOD PRACTICE N.2: EMOTION MANAGEMENT THROUGH 
CREATIVITY AND GROUP WORK 

 

CONTACT PERSON 

Name: Marisol 

Surname: Morales Cañas 

Organization: Red Nacional FM-
SFC-SQM 

Position: President 

Country: Spain 

Country region: Galicia 

Email: marisol4649b@gmail.com  

Phone number: 698186741 

Information about Good Practice Applicant: President of the Red Nacional de FM-
SFC-SQM. Retired, affected by fibromyalgia. Project coordinator of the initiative 
here presented. 

 

DESCRIPTION 

Title of the Good Practice:  Emotion Management through Creativity and Group 
Work 

Category: Empowerment; Innovation. 

 

Location: A Coruña 

Project Timeline: 

Start: October 2018  

End: April 2019 
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Stakeholders involved:  

Civic organisations: Red Nacional de FM-SFC-SQM. 

Other: Local artists. 

Objective: The most important objective is to create a pleasant environment for the 
people affected by chronic pain and to generate a support group. It is also important 
to work on emotions, especially when verbalizing them with classmates. Art and 
creativity, if developed in a pleasant, friendly environment and in company, have 
an important repercussion on the mood of the participants and on their health in 
general. They improve the overall perception of joy and well-being in relation to the 
physical and emotional status of a person. 

Outcomes and Impact on Participants: An obvious improvement in the relationship 
between the people who attend our activities. They are very interested, more than 
in the activity itself (the excuse), in staying with other people, interacting, 
expressing themselves, and finding understanding.  
The evaluation is conducted in two ways. First, we consider the emotions displayed 
consciously by the participants by listening to their sensations and contributions to 
the project. Second, we examine the individual attitudes during the process, paying 
attention to small changes in their attitudes, their body language, the number of 
interventions of each person, their way of expressing themselves, their tone of 
voice, etc. 

Resources:   

- We created a network of people who self-manage their capacity of proposal 
and initiative.  

- We need the support of local artists, musicians and people who work with 
creativity in any of its possible forms.  

- We need institutional support to find spaces to develop our activities.  
- Budget for materials and travel. 

 

ANALYSIS 

Development of the good practice: All the activities are open proposals, which 
starts with an artist showing their work and inviting the group to share creative 
experiences. That includes going out in search of recycling materials, proposing 
themes, choosing spaces and resources, etc. It is important that all people feel 
creative and heard. We try to work in groups the whole time, always supporting 
each other. As our last and most important objective, we try to verbalize our 
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emotions with regards to the result, the process and, especially, the emotions lived 
and shared in a group. 

Means used to overcome or remove the obstacles: So far, the meetings are held in 
public places such as cafes, especially the ones welcoming this type of initiative 
and frequently visited by local artists. A key factor is that the participants 
themselves manage ideas, spaces and materials with a sense of greater 
empowerment, which is one of the objectives sought. For the moment, we depend 
on artists who selflessly help us, even if this is just temporary. New ideas also 
involve the use of recycled material. The emotional aspect is not diminished at all. 

Factors enabling the process:   

- A bigger budget that allows us to work better, expanding our creative capacity 
and possibilities. 

- Improvement of spaces, which allows us to be able to better manage our ideas. 
- Institutional support to find better locations and to get in touch with artists and 

creative people, who support and encourage the participants.  
- Support from psychologists or therapists with knowledge of art therapy to help 

us establish short and long-term goals, as well as to learn to better evaluate 
the results. 

 

EVALUATION 

Reproducibility: Undoubtedly. Reproducibility is one of the strengths of this 
initiative, which allows all participants to give ideas, seek solutions and fraternize 
with the main objective of creating a solid support group. It is a long-term goal 
project and these people can seek their own time and carry out activities 
independently. In addition, any creative activity can be adapted to any type of 
space, timing and idea. 

Innovativeness: The solutions are sought in collaboration with the participants, so 
our project ideas are in constant evolution. So far, the result is good. Sharing 
emotions regarding the group activities allows us to receive constant feedbacks of 
the work, its results and the feelings it evokes. 

Added value: The project is characterized by different activities and approaches: 
group work, art therapy, outings, etc. Participants empower themselves by 
questioning what empowerment really is. 

Appropriateness: This initiative gives the opportunity to work with a group that can 
learn to self-manage while empowering themselves and achieving an emotional 
improvement. This is the most important objective, while the artistic results come 
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after, so it is not necessary, at least in this phase of the project, to make great 
artistic works. Maybe later, it is even possible that some of these people organize, 
coordinate or develop a proper workshop. When working in a public place, in an 
artistic or creative environment, there is the possibility of contacting people who 
can help us or create synergies of networking, with other collectives that work 
creatively artistic or social issues. 

 

NEXT STEPS 

Lessons learned:  

- First of all, if the group is cohesive, everything else comes gradually.  
- The spaces are very important when it comes to feeling comfortable and being 

creative.  
- It is important to give value to our creativity, make it known, improving our 

sense of triumph and well-being.  
- Networking is important. More interactions are generated, more people are 

known, new stimuli are generated and shared. Participants feel heard and want 
even more to open up to others and express themselves. 

Key takeaways: The importance of group work in all phases of the project, which 
allows for the expression of emotions and their management both in groups and 
individually. 

Next steps:  

- To consolidate the group and its internal relations.  
- To learn little by little to self-evaluate our recognition and understanding of 

emotions.  
- To get new spaces. If possible, a space of our own.  
- Improve our contacts. Find ways to connect our network with other groups and 

share experiences. 
- Get further support from psychologists, artists and art therapists. 
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GOOD PRACTICE N.3: SPEGNI IL DOLORE 

 
CONTACT PERSON 

Name: Maurizio 

Surname: Binetti 

Organization: Medtronic Italy 

Position: Product Marketing Manager 
Country: Italy 
Country region: Lombardia 

Email: 
maurizio.binetti@medtronic.com 

Phone number: +393425220945 

Information about the Applicant: Maurizio Binetti is the project leader of this project 
and he is responsible for developing and coordinating strategic marketing activities 
for the Pain Therapies business unit in Medtronic Italy. 

 

DESCRIPTION 

Title of the Good Practice: Spegni il Dolore (“Turn Off the Pain”) 

Category: Innovation; Empowerment. 

 

Location: Rome 

Project Timeline: 

Start: 1 November 2018  

End: 1 January 2019 
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Stakeholders involved:  

Healthcare organisations: Policlinico Gemelli (Rome). 

Health professionals: Prof. Olivi (Chief of Neurosurgery Dep.), Prof. Rossi (Chief of 
Pain Therapy Dep.), Prof.ssa Cioni (Neurosurgery Dep.), and Dr. Tufo 
(Neurosurgery Dep.)  

Universities: University Cattolica Sacro Cuore. 

Other: Dr. Giorgio Meneschincheri (External Relations and Communication Dep. of 
Policlinico Gemelli). 

Objective: To increase the therapy awareness of chronic pain patients and help 
them get a faster access to the right therapy. Both a new landing page website and 
a physical interactive touch point located in the hospital educate the patients, 
providing them with information on chronic pain solutions. 

Outcomes and Impact on Participants: The initiative is still ongoing. Yet, to date 
there are the following analytics explaining its impact: 
- 272 patient surveys completed via totem 
- 694 patient surveys completed via website 
- 5489 accesses to the web site  
- 86 phone calls received 
- 4 emails received 
- 4 chronic pain patients had a doctor’s appointment at the Pain Ambulatory of 
Gemelli Hospital thanks to the campaign. 

Resources:  The investment has been EUR 19k.  

 

ANALYSIS 

Factors enabling the process:  Full KOL inclusiveness; great engagement and 
enthusiasm of the Gemelli Hospital Neurosurgery and Communication 
Departments. 

 

EVALUATION 

Reproducibility: Absolutely Yes. We will reproduce this initiative in other Italian 
regions and hospitals. 

Innovativeness: High. Digital marketing solutions have not been frequently used in 
the field of chronic pain.  
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Added value: High. 

Appropriateness: High. 

 

NEXT STEPS 

Lessons learned: Digital marketing is the key to spread the worth of 
Neuromodulation Therapy for Chronic Back and Leg Pain. 

Key takeaways: An ethical and sustainable direct-to-patient marketing activity is 
feasible in the world of Chronic Pain. 

Next steps: Spegni il Dolore today is ongoing in the Lazio region. The next step will 
be to replicate the initiative in other strategic Italian regions. 

 

OTHER INFORMATION  

Link: https://www.spegniildolore.it   
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GOOD PRACTICE N.4: MOVEMENT AGAINST PAIN 

 

CONTACT PERSON 

Name: Cláudia 

Surname: Armada 

Organization: APED - Portuguese 
Association for the Study of Pain 

Position: Board Member 

Country: Portugal 

Country region: Lisbon 

Email: claudia.armada@gmail.com 

Phone number: +35 1918344144 

Information about Good Practice Applicant: Cláudia Armada is 45 years old and 
works as anesthesiologist in the Portuguese Institute of Cancer in Lisbon. Currently, 
she is the coordinator of the Pain Unit in the same institution. Starting from 2017, 
she has been part of the board of APED and she is responsible for the campaign 
"Movement for the Future". 

 

DESCRIPTION 

Title of the Good Practice: Movement Against Pain 

Category: Empowerment. 

 

Location: Portugal 

Project Timeline: 

Start: March 2019  

End: December 2019  
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Stakeholders involved:  

Civic organisations: Patients organisations; city councils. 

Healthcare organisations: Medical societies. 

Health professionals:  Doctors, nurses, psychologists, and physical therapists. 

Objective: The main objective is to bring awareness of the power of movement in 
preventing and healing some pain conditions through a public campaign. 

Outcomes and Impact on Participants: Body movement is not only natural but 
necessary for the well-being of the musculoskeletal system. Humans have evolved 
mostly through their physical abilities, from walking to running, jumping, dancing, 
etc., making increasingly complex movements. Modern life habits have somehow 
overshadowed the importance of movement, being sedentariness the true plague 
behind the numbers and the prevalence of pain. This initiative intends to 
rehabilitate movement as the main asset of human beings, raising awareness 
among the population not only of its importance but also of its features: easiness, 
low cost, no side effects and transversal applicability. 

Resources: As the project involves not only social and digital media but also our 
presence in relevant events to spread the message, the financial support for the 
production of materials, such as print material (small and big formats) and videos 
(TV spots) is necessary. Human resources for coordination, contacts and 
promotion. 

 

ANALYSIS 

Development of the good practice:  

1. Idea of development: Association between APED and ETIC - School of Design 
(Prof. Joana Areal) to create the right graphic message. Project winner - Daniel 
Fernandes. 

2. Gathering stakeholders (other medical associations, patients’ associations, city 
councils, media, etc.). 

3. Launching the campaign across the nation. Participation in events whose 
message is compatible with APED's message.  

Means used to overcome or remove the obstacles: APED has a communication 
company trying to reach the right stakeholders and partners. Soon it will be 
discussed the possibility of hiring an executive producer to engage these aspects in 
which none of APED members are expert. 
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Factors enabling the process: Today, the evolution of Portuguese citizens in terms 
of activities and engagement in habits changing towards improvement of lifestyle 
and health behaviors is evident. It seems therefore a good moment to raise 
awareness of the possibility to prevent chronic pain through daily behavioral 
changes. 

 

EVALUATION 

Reproducibility: Yes. The campaign can be carried out in any language and place. 

Innovativeness: Yes. As to my knowledge, there are almost no campaigns 
addressing movement as a mean to prevent chronic pain.  

Added value: Even though movement is an intrinsic ability of human beings and 
thus is nothing new, it brings innovation in its power to change people’s quality of 
life and it may be important in every kind of social and economic environment. 

Appropriateness: Probably yes, but outcomes won’t come in the short-term. 

 

NEXT STEPS 

Lessons learned: I would advise to just do it, it is crucial! 

Key takeaways: It improves one’s well-being and quality of life. It is not expensive. 
It has few side effects. It reduces the economic impact of pain. 

Next steps: Bringing back movement to people’s daily life equals bringing back our 
humanity. Our main objective is pain prevention. 

 

OTHER INFORMATION  

Notes: We see this project as a first step of an activity that must be persistent (not 
one short project) and must evolve as we intend to change habits that are 
embedded in present societies. 
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GOOD PRACTICE N.5: THE RED BALLOON PROJECT 

 

CONTACT PERSON 

Name: Joop 

Surname: Van Griensven 

Organization: Pain Alliance Europe 
(PAE) 

Position: President of PAE  

Country: Belgium 

Email: theredballoon@pae-eu.eu / 
info@pae-eu.eu  

Phone number: +32 2 660 05 01 

Information about Good Practice Applicant: Joop van Griensven has been involved 
in voluntary work and lobbying since 1995. Since 2000, Joop has been a board 
member of the Dutch national fibromyalgia association F.E.S. and until 2010 he 
fulfilled the positions of responsible of patient contacts, Treasurer, and Secretary 
of the organisation. Since 2008 he has been involved in the European Network of 
Fibromyalgia Associations, ENFA – as treasurer. As from the launch in 2011 of 
Pain Alliance Europe, PAE – Joop van Griensven is the president of the 
organisation. PAE is a European umbrella alliance of national and regional 
associations involved with chronic pain, thus representing over 400.000 individual 
patients. By covering that position, he is also involved in several European research 
projects, as patient advisor. 
Additionally, Joop is the president of the patients’ advisory board for stay-at-home 
patients (6000 patients) of a big home care organisation and a member of the 
central patient advisory board of that same organisation. He is also member of the 
patient advisory board of the Dutch Medical Evaluation Board (CBG/MEB) and acts 
as a patient expert on pain and fibromyalgia for the European Medicine Agency 
EMA. 
 

DESCRIPTION 

Title of the Good Practice: The Red Balloon Project 

Category: Empowerment 
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Location: Brussels (European Parliament) but international initiative and online 

Project Timeline: 

Start: 23 May 2016 (Launch Date) 

End: 7 June 2017 (SIP Symposium) 

 

Stakeholders involved:  

Civic organisations: Pain Alliance Europe (PAE). 

Healthcare organisations: European Pain Federation (EFIC). 

Other: Boston Scientific; SIP Thematic Network. 

Objective: The mission of the red balloon campaign was to raise global awareness 
of chronic pain, the people affected and its critical impact on the global community, 
as well as to engage people around the issue, activating conversation, 
understanding, and outreaching, but also triggering change via meetings and events 
in the EU Parliament. The main objective was to raise awareness with politicians 
and policymakers, healthcare providers, employers and the general public about 
the millions of people across Europe who suffer from chronic pain and to make a 
change for the future of pain management. The initiative delivered a powerful 
message: a change needs to occur to provide better pain management to patients 
across Europe for today and for future generations. 

Outcomes and Impact on Participants: By supporting the campaign, participants 
made chronic pain more visible, especially to policymakers and healthcare 
professionals. Moreover, at the end of the two-day meeting in Brussels, several 
clear policy recommendations were outlined to lead to a fundamental change to 
pain care across Europe. The recommendations included integrating chronic pain 
within EU policies on existing chronic diseases, initiating policies addressing the 
impact of pain on employment, increasing investment in pain research and, more 
importantly, prioritizing pain education for health care professionals, patients and 
the general public. 
The power of social media was leveraged as a tool to bring the European 
community together for the cause. One year after, the project has the following 
accomplishments to report: 
- 6.5M people reached 
- 2300 Balloon released 
- 6300 website visitors 
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The event closing the project took place in Malta during the SIP Symposium. The 
participants were invited to burst out red balloons and to share their insights related 
to chronic pain in powerful short messages left on a red balloon wall. 
 

Resources:  

- Support of the health industry: Boston Scientific 
- Partnership with well-known physicians closes to the industry 
- Reached online influencers (bloggers, pain sufferers’ communities) 
- Logistics, Materials creation & Social Media follow-up with a specialized 

Marketing Agency/Boston Scientific 

 

ANALYSIS 

Development of the good practice: On May 23rd, 2016, over 200 pain healthcare 
professional experts, patients’ representatives, health authorities and policymakers 
representing 28 European countries came together at the annual “Societal Impact 
of Pain” (SIP) Symposium, entitled “SIP 2016: Time for Action!”. At this meeting, 
Pain Alliance Europe launched “The Red Balloon Project” in partnership with 
Boston Scientific. The initiative consisted of a digital campaign aimed at reaching 
as many people as possible. To be part of the project people simply had to post 
pictures and videos of the red balloon on Facebook, Instagram or Twitter using the 
hashtag #RELEASETHEPAIN. The Red Balloon Project continued until 2017, with 
a digital campaign aimed at reaching as many people as possible.  

Obstacles: On May 23rd, during our event in the SIP Symposium in Brussels, due 
to the Vigipirate plan, the organization had some difficulties in receiving the 
authorities’ permission to hold the event in front of the European Parliament and 
to do a red balloons flight with the idea of releasing the pain with this flight.  

Means used to overcome or remove the obstacles: Because of the Vigipirate plan, 
it was not possible to do anything in front of the European Parliament. The 
organization (Boston Scientific and PAE) finally decided to apply some changes to 
the “balloons flight” event and came up with a new idea: a special black box was 
installed inside the EU Parliament and during the SIP Symposium all participants 
were invited to burst out the red balloons inside the Box (pictures were taken) and 
to share their insights related to chronic pain in powerful short messages left on a 
red balloon wall. 

Factors enabling the process: This campaign and this event in Brussels worked 
very well thanks to the Boston Scientific and PAE teams involved in the project and 
to the partnerships of the SIP Thematic Network. 
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EVALUATION 

Reproducibility: Yes. Social media campaigns are an innovative, useful and easy 
way to spread awareness across countries and borders, allowing to reach millions 
of people. A similar campaign could be reproduced to raise awareness about 
chronic pain as well as about specific diseases that are rarely known. 

Innovativeness: Yes. There were many different easy ways to get involved in this 
campaign with simple messages to make chronic pain visible and considered. 

Added value: The campaign made use of social media and influencers including 
pain sufferers, which allowed for high visibility and accessibility. 

Appropriateness: Yes. This campaign is very strong in terms of partnerships 
between the industry, associations, authorities, patients, communities and 
influencers. All these instances were very engaged in the campaign. 

 

NEXT STEPS 

Lessons learned: Involve all the actors dedicated if you want to spread the word 
about one simple message and make it visible. Be flexible when you have to face 
an issue. Never forget the main objective of the campaign. 

Key takeaways:  

- Create a simple message, easily visible, comprehensive and with an icon (as 
the red balloon in this case) 

- Involve people with a simple action, challenge 
- Be flexible when you have to face an issue 
- Never forget the main objective of the campaign. 

Next steps: Constantly continuing to spread the word about chronic pain during 
events and on social media. 

 

OTHER INFORMATION  

Notes: On-going projects to continue to raise awareness on chronic pain across 
Europe for 2019 from PAE and Boston Scientific. It’s a never-ending fight. 
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GOOD PRACTICE N.6: RISE-UP 

 

CONTACT PERSON 

Name: Priebe 

Surname: Janosch A. 

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

Position: Senior Research Fellow 

Country: Germany 

Country region: Bavaria 

Email: janosch.priebe@tum.de    

Phone number: +49 4140256  

Information about Good Practice Applicant: Dr. Janosch A. Priebe is a psychologist 
and neuroscientist. As a senior research fellow, he is in charge of the operative 
management of the research activities in the Rise-uP project, run and supervised 
by the project leader Prof. Dr. Dr. Thomas R. Toelle. 

 

DESCRIPTION 

Title of the Good Practice: Rise-uP 

Category: Clinical practices 

 

Location: Munich (Bavaria, Germany) 

Project Timeline: 

Start: April 2017 

End: March 2020 

 

 

Schmerznetz
Bayern
Schmerznetz
Bayern
Schmerznetz
Bayern
Schmerznetz
Bayern

46



Stakeholders involved:  

Civic organisations: SchmerzLOS (Self-help group). 

Healthcare organisations: AOK Bayern, Barmer GEK, DAK (public German health 
insurances). 

Health Professionals:  

- Prof. Dr. Dr. Thomas R. Toelle (Neurologist and Psychologist, pain specialist) 
including his team of medical doctors, psychologists and physiotherapists at 
the Center of Interdisciplinary Pain Medicine, MRI Munich; 

- Prof. Dr. Christine Schiessl (Anaesthetist, pain specialist) including her team 
of medical doctors at Algesiologikum Munich - about 100 general physicians 
in Germany recruiting patients and applying the good practice. 

University: Technical University of Munich, MRI Munich, Center of Interdisciplinary 
Pain Medicine.  

Other:  

- Kaia Health Software GmbH (Munich, Germany): Technical development of 
Kaia App; 

- StatConsult (Magdeburg, Germany): Technical development and maintenance 
of the electronic case report form Pain clinic; 

- Algesiologikum (Munich, Germany): Teleconsultation Bayerische 
Telemedallianz BTA (Ingolstadt, Germany); 

- Organisation and Recruiting INAV (Berlin, Germany): Evaluation.  

Objective: Patients are the issue; it is all about them! The Rise-uP project aims to 
overcome the less structured treatment of acute and subacute unspecific low back 
pain in Germany. Although evidence has been provided which underlines the 
insufficient long-term efficacy of the present practice, i.e. not indicated surgery, 
medication or imaging, these measures still prevail with high costs for the health 
care system. In contrast, evidence-based interventions fostering patients’ 
empowerment are widely neglected. Furthermore, patients with increased risk of 
developing chronic pain are often not identified and treated insufficiently. Rise-uP 
aims to establish a guidelines-oriented treatment algorithm including telemedicine 
and mHealth coordinated by the general physician. The cores of the concept are 
twofold. Firstly, the main intervention is the Kaia App, a multidisciplinary back 
pain app providing the pillars of the multimodal pain therapy - physical exercise, 
psychological elements (mindfulness) and educational content about low back pain 
- on the patient’s mobile device. A daily training program is tailored to the particular 
patient via an algorithm and the patient is recommended to use the app “as often 
as possible”. Secondly, the risk of developing chronic pain is determined in the 
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beginning of the treatment via a questionnaire (StartBack). Furthermore, 
questionnaires regarding pain intensity, functional ability, psychopathological 
symptoms and life quality are completed by the patient on a tablet on the first 
appointment with the GP. Then these data are transferred to a server. Patients with 
a high risk of developing chronic pain are monitored. Additionally, a pain specialist 
gets involved via telemedicine from the beginning of the treatment to maximally 
prevent the development of chronic pain. A shared electronic case report form 
which also guides the general practitioner through the treatment algorithm provides 
access to the patients’ data to all involved professionals. 

Outcomes and Impact on Participants: Questionnaires regarding pain intensity, 
functional ability, psychopathological symptoms and life quality are completed by 
the patient on the first appointment with the general physician on a tablet and 
every 3, 6 and 12 months after inclusion via email (follow-up). The primary 
outcome is the pain intensity after 12 months. Secondary outcomes are functional 
ability, psychopathological symptoms and life quality as well as treatment costs 
(routine data provided by health insurances). Data of patients in the Rise-uP 
intervention are compared to a control group receiving regular treatment. In this 
group, general practitioners are instructed “to treat their patients as they usually 
do”. General practitioners in the control group are not informed about Rise-uP in 
detail. In addition to the outcomes after 12 months, symptom load is assessed 3 
months and 6 months after the study’s inclusion to monitor the development of 
symptoms. All questionnaires are provided via email. In order to unfold the effects 
of the Rise-uP concept on symptoms, user data of the app and frequency of 
teleconsultations are analyzed as well. First results indicate (1) a superiority of the 
Rise-uP concept after 3 months in all parameters and (2) a substantial relationship 
between frequency of use of the Kaia App and symptom reduction. 

Resources: Rise-uP is a collaboration of medical, informatic and research 
methodological experts as well as public German health insurances. The basic 
structure of the treatment algorithm is oriented to present guidelines. Telemedical 
and mHealth elements were developed by informatic specialists. The content of 
the Kaia App was developed by physiotherapists, psychologists and medical 
doctors. The first studies on the app data independent from the Rise-uP project 
demonstrate the effectiveness of the app. Study design was developed by statistical 
and methodological experts. Health insurances provide routine data. In the course 
of the intervention, general practitioners coordinate the treatment. The project team 
built a network of about 100 general practitioners in Bavaria (Germany). Medical 
experts as well as psychologists get involved when needed. The Rise-uP project is 
funded with 5 Million Euro by the German Bundesausschuss (G-BA). Altogether a 
team of more than 25 experts collaborate in this project. 
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ANALYSIS 

Development of the good practice: The skeleton of the treatment algorithm are the 
German national guidelines for the treatment of unspecific low back pain 
(“Nationale Versorgungsleitlinien Kreuzschmerz”) which fosters patients’ 
empowerment and also recommends determining the risk of development of 
chronic pain. The treatment is in line with all other national guidelines around the 
world. In the Rise-uP project the guidelines are digitized by the electronic case 
report from which also guides the general practitioner through the course of 
treatment. Furthermore, as main intervention the Kaia App is involved. The Kaia 
App was technically developed by informatics. Content was provided by medical 
experts while patients’ needs were referred to.Obstacles: On May 23rd, during our 
event in the SIP Symposium in Brussels, due to the Vigipirate plan, the organization 
had some difficulties in receiving the authorities’ permission to hold the event in 
front of the European Parliament and to do a red balloons flight with the idea of 
releasing the pain with this flight.  

Factors enabling the process: By unburdening the doctor’s staff through a bottom-
up approach, patients’ inclusion substantially increased. 

 

EVALUATION 

Reproducibility: Rise-uP provides a standardized treatment algorithm which can 
be applied by any practitioner around the world. Patients are assigned a specific 
treatment after determining the risk of developing chronic pain. The electronic case 
report form also comprises a navigator guiding the practitioner through the 
treatment process which facilitates compliance to the treatment algorithm. The 
main intervention, i.e. the Kaia App, is available on both GooglePlay and iOS 
AppStore. In the Rise-uP project, no costs for the Kaia App are incurred for patients. 

Innovativeness: The telemedical consultation and electronic health approach is per 
se an innovative element in the Rise-uP project. Yet, three particular elements 
should be highlighted: 
- The Kaia App: Although mHealth solutions are finding their way into the 

medical reality, the implementation of an app in a treatment algorithm in 
which professionals are involved is to our best knowledge unique in the Rise-
uP project; 

- Teleconsultation: Patients with high risk of developing chronic pain are 
discussed by the general practitioner and a pain specialist in a teleconsultation. 
Professionals are connected by a video conference system with secure 
connection (Cisco); 
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- Electronic case report form: The electronic case report form provides access to 
patients’ data for the involved professionals and at the same time guides the 
general practitioner through the treatment algorithm. 

Added value: We consider the features below described as especially valuable both 
for patients and professionals.  
- Guideline oriented treatment fostering patients’ empowerment; 
- Treatment coordinated by the general practitioner; 
- Access to pain specialists if needed; 
- Decreased costs for the health system by preventing unnecessary expensive; 

measures like imaging or surgery. 

Appropriateness: Guideline-oriented treatment ensures appropriate intervention. 
The key element (multimodale pain therapy) is provided independently from time 
and space via the Kaia App on patients’ mobile device. One further gain is the close 
collaboration between different specialists which is especially valuable for patients 
with high risk of developing chronic pain. 

 

NEXT STEPS 

Lessons learned: The course of Rise-uP has been quite instructive. In a nutshell: 
The patients are very openminded and interested in electronic and digital health 
elements, especially in the Kaia App. In contrast, physicians in Germany seem to 
be rather skeptical. This is also expected in other countries around the world. One 
reason might be the perceived threat autonomy which may result from the 
guideline-oriented treatment algorithm. Furthermore, physicians seem to be afraid 
of extra effort for the practice team. In order to address the latter issue, we 
introduced the bottom-up approach of recruitment to maximally release physicians 
from organizational issues. Since we have applied this approach, physicians are 
much less skeptical about Rise-uP. 

Key takeaways: Telemedicine and mobile health solutions are promising tools to 
provide guideline-oriented treatments independent from time and space and 
connect different medical professionals. The first analyses of the collected data 
show superiority of the Rise-uP concept compared to regular treatment (publication 
of results in revision). Furthermore, patients are openminded towards digital health 
while physicians should be relieved from unnecessary effort. 

Next steps: After the final evaluation in 2020 (end of observational period), we aim 
to introduce Rise-uP as a regular intervention for low back pain into the German 
health system. 
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OTHER INFORMATION  

Notes: Rise-uP is granted by the Gemeinsamer Bundesausschuss (G-BA) Germany. 
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GOOD PRACTICE N.7: BICICLETTE CONTRO IL DOLORE 

 

CONTACT PERSON 

Name: Gianvincenzo 

Surname: D'Andrea 

Organization: Associazione Amici 
della Fondazione di Ricerca sul Dolore 
ISAL  

Position: President of the 
Associazione Amici della Fondazione 
di Ricerca sul Dolore Isal / Vice  

President of Fondazione ISAL 

Country: Italy 

Email:gianvincenzo.dandrea@fondazi
oneisal.it / isal@fondazioneisal.it  

Phone number: +39 3333407620 

Information about Good Practice Applicant: Professor Gianvincenzo D’Andrea is the 
national Vice President of Fondazione Isal and the President of Associazione Amici 
della Fondazione di Ricerca sul Dolore ISAL.  
He graduated in Medicine and Surgery from "La Sapienza" University of Rome. He 
then specialized in Anesthesiology and Reanimation at the University of Siena, as 
well as in Food Science at the University of Perugia. He has worked as Director in 
the hospital for several years. From 2000 to 2010, he also worked as Professor of 
Anesthesia and Reanimation at the University of L'Aquila. 
He is the author of numerous scientific publications and in the course of his 
professional activity he has been particularly interested in the issues of 
Perioperative Artificial Nutrition and Postoperative Antalgic Therapy. 
He is the creator and promoter of the project "Hospital without pain" (2001) in the 
Hospital of Sulmona.  
He is a member of Scientific Societies and Specialist Associations in the field of 
Anesthesia-Reanimation, Artificial Nutrition and Pain Therapy.  
He is the Co-editor of the "Piano Sanitario Regionale 1995/2000" of Abruzzo but 
has also published numerous scientific articles/works. He is member and Founder 
of the "Associazioni di Volontariato Sanitario".          
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DESCRIPTION 

Title of the Good Practice: Biciclette Contro Il Dolore (“Bicycles Against Pain”) 

Category: Empowerment; Innovation. 

 

Location: Sulmona, Abruzzo (Italy). 

Project Timeline: 

Start: 15 September 2018 

End: 15 September 2018 

 

Stakeholders involved:  

Civic organisations: Asd Confetti Pelino di Sulmona; Federazione Ciclistica Italiana; 
Fondazione ISAL Ricerca sul Dolore; Associazione Amici della Fondazione di 
Ricerca sul Dolore ISAL. 

Other: Comuni di Sulmona, Pratola Peligna, Cansano, Pescocostanzo, Pacentro e 
Campo di Giove. 

Objective: The aim of the solidarity cycle tour is that of spreading more knowledge 
about the serious and widespread issue of chronic pain, and above all of the 
initiatives promoted by the Isal Foundation to provide help for affected citizens who 
cannot receive effective treatments to alleviate their daily suffering. 
The main objective of ISAL and its manifestation was to make people who suffer 
from chronic pains aware that various treatments and therapies do exist and that 
they do not have to be socially excluded. 

Outcomes and Impact on Participants: Over 200 people have participated with 
great enthusiasm, including athletes, citizens, public authorities and exponents of 
the world of culture and sport. In all the towns and cities involved in the solidarity 
cycle, informative points have been organised also thanks to the support of some 
local associations. Information on chronic pain, its comorbidities and, especially, 
treatment options were presented to the local population who has widely and 
enthusiastically participated to the event.  
250 cyclists took part to the event, all of them very happy to participate to a sport 
event which had mainly the aim to sensitize people and the institutions towards a 
severe and widespread issue such as that of chronic pain and its treatments. All 
the participants have also been personally involved in the activity of raising 
awareness by talking and distributing ISAL’s informative material to their friends, 
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families and by committing themselves to make the solidarity cycle of the next year 
even bigger and more visible. 

Resources: The human resources included: 4 persons in charge of the logistics, 3 
persons in charge of communication, 1 person managing the relations with 
companies and institutions. Organizational costs (printing of the materials, 
administrative fees and insurance expenses) increased to up to 2000 euros. 

 

ANALYSIS 

Development of the good practice: The event took place on Saturday 15 September 
2018 in Sulmona. It consisted of an 80 km non-competitive cycling race to which 
everyone can participate, with every type of bike.  
There have been testimonials of exception, including regional president of the 
Italian Cycling Federation Mauro Marrone, councilor for culture of Sulmona 
Alessandro Bencinvenga, and Aldo Di Cristofaro, president of the Italian-Canadian 
Valle Peligna association.  
All participants received a "Solidarity T-shirt" saying "I am against pain" from the 
Isal Foundation. In addition, the first 200 members were gifted with a rich race 
pack with typical products from Abruzzo.  

Obstacles: The main obstacles included delays and the lack of interest of the 
institutions which led to further delays and an additional amount of organizational 
work in order to handle the event.   

Means used to overcome or remove the obstacles: In order to overcome the 
obstacles, the existence of a local and national network of connections of ISAL 
resulted very helpful. Past experiences in the organization of similar events and the 
enthusiasm of the organizers have helped too.  

Factors enabling the process: The fact that over 200 people took part to the race 
allowed the ISAL Foundation to raise great awareness of the issue of chronic pain. 
At the same time, locals of Sulmona have positively supported the event, providing 
assistance and gifts for the guests. 

 

EVALUATION 

Reproducibility: Absolutely yes. The event only takes one day and can be easily 
organized in other locations. Cycling tours are a way of aggregating people and 
spreading information among them, which can be organized almost everywhere. 
"Biciclette Contro il Dolore" was held for the first time in 2017; therefore, the event 
has been reproduced one year after with even better results. 
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Innovativeness: The innovative element of this practice lies in the idea of using a 
sport event such as cycling to group hundreds of people from all over the country 
and reach out to even more. 

Added value: This event was not only useful to raise awareness of affected patients 
but also to fight social exclusion and make affected people feel part of a bigger, 
unified community. 

Appropriateness: Yes.  

 

NEXT STEPS 

Lessons learned: Sport events have always been and still are a good way to gather 
people and spread information. 

Key takeaways: Sport is a great tool to unite people and an excellent way to 
communicate important topics such as the existence of treatment options for 
chronic pain as well as the existence of entities such as ISAL which work every day 
to improve the situations of people dealing with pain.  

Next steps: On October 13, 2018 a conference on this solidarity event was held in 
Sulmona. A third edition of the event is planned for next year. 

 

OTHER INFORMATION  

Notes: Local firms, stores, hotels took part to the project by providing funds, gifts 
and discounts. 
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GOOD PRACTICE N.8: IMPACT OF PAIN ON MALTESE CITIZENS 

 

CONTACT PERSON 

Name: Gertrude 

Surname: Buttigieg 

Organization: Malta Health Network 

Position: Chairperson 

Country: Malta 

Email:info@maltahealthnetwork.org  / 
gertrude@maltahealthnetwork.org   

Phone number: +356 99873213 

Information about Good Practice Applicant: Gertrude A. Buttigieg is the current 
Chairperson of the Malta Health Network (MHN). Previously, she has served as 
Honorary Secretary of MHN since 2007, after being nominated by the Association 
of Speech Language Pathologists (Malta). Gertrude has participated as speaker and 
participant in several conferences locally and abroad. Considering the vast 
professional practice and years of experience in the voluntary sector, she brings 
along a rich baggage of knowledge and expertise to the various fields she works in. 
Over the past 10 years, she has become a patients’ advocate and has contribute 
to raise awareness on a national level of Patients’ Rights and issues related to the 
Health sector such as patients’ education, patients’ empowerment, safety, and 
access to services in an equitable and timely manner. 

 

DESCRIPTION 

Title of the Good Practice: Impact of Pain on Maltese Citizens 

Category: Innovation; Empowerment. 

 

Location: Malta  

Project Timeline: 

Start: March 2017 

End: April 2018 
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Stakeholders involved: 

Civic organisations: Malta Health Network, No Pain Foundation, SIP Malta 
Platform. 

Health Professionals: Ms Gertrude Buttigieg, Mr Christopher Vella, Dr Christine 
Baluci, Dr Mario Grixti, Dr Raymond Galea, Dr Julian Mamo, Dr Boaz Samolsky-
Dekel, Ms Silvana Fanalista. 

University: University of Malta. 

Other: Comuni di Sulmona, Pratola Peligna, Cansano, Pescocostanzo, Pacentro e 
Campo di Giove. 

Objective: Malta Health Network, together with No Pain Foundation, were Maltese 
Co-Hosts of the Societal Impact of Pain 2017 Symposium, which was held in Malta 
as an event within the Calendar of the Maltese Presidency of the EU. In 2016, 
these entities together with other organizations and individuals interested in pain 
in Malta have come together to form the Societal Impact of Pain Malta Platform 
(SIP Malta) based on the model of SIP Europe (https://www.sip-platform.eu/). 
Considering that in Malta the extent of the impact of pain on Maltese Citizens was 
still unknown, it was decided that it was of paramount importance to obtain 
objective data which could be eventually used to formulate policy 
recommendations. A secondary objective of this project was to stimulate and 
encourage collaboration and networking between voluntary organizations and co-
operation with the Government. 

Outcomes and Impact on Participants: The results obtained from the data were 
shared between the various entities and then presented to the Government and to 
the general public so as to stimulate the necessary actions and policies to be put 
in place to improve the life of people with pain. Results were also presented to 
local and foreign fora, including conferences/symposia, and shared on publications 
in relevant journals. Now that the data is collected, the idea is that we move on to 
the secondary stage and start formulating specific recommendations which are 
backed by previously unavailable crucial data.  With concerns to the impact on the 
participants and the general public, we believe that the fact that we will be issuing 
specific recommendations as to how persons with chronic pain can be offered 
better and more efficient person-oriented services, as well as the fact that this 
project helped increase the general awareness of the over-arching implications of 
chronic pain, will definitely improve the quality of life of those affected by the 
condition. 
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Resources:  

- Research tool: Modified validated version of the SF-36, specifically modified by 
our expert consultant academic contributors. 
- Research: Carried out by a sub-contracted research company 
- Human Resources: Results were compiled and made available for analysis by the 
professional consultants sub-contracted for this project on a voluntary basis.  These 
included competent professionals with diverse backgrounds ranging from 
epidemiology, health economics, medical ethics, pain specialists and various other 
specializations. Most of them provided their services for free or for a very nominal 
remuneration. 
- Financial resources assistance was provided through a grant by the Voluntary 
Organisations Project Scheme (VOPs) managed by the Malta Council of Voluntary 
Sector on behalf of the Parliamentary Secretary For Youth, Sport and Voluntary 
Organisations (80%) and by Grünenthal gmbh (20%). 

 

ANALYSIS 

Development of the good practice: The analysis of the needs for this research was 
initially made in order to obtain a clear picture of the current situation of those 
affected by chronic pain and to generate meaningful data which can be further 
utilized in the development of policies and additional services. The research was 
carried out to identify similar studies documented in the literature and based on 
this literature review the structure for the local research was developed.  This stage 
involved discussions with the No Pain Foundation, SIP Malta and the SIP Platform 
Europe to design a suitable effective model.   

Obstacles: The main obstacles encountered were financial resources needed to 
carry out such an extensive study in a professional manner, as well as the lack of 
human resources available. 

Means used to overcome or remove the obstacles: The financial obstacles were 
overcome by being successful at accessing local funds-VOPs which funded 80% of 
the estimated expense to carry out this research. The remaining co-financing was 
obtained by a donation after making a request to Grünenthal gmbh.  The issue of 
the lack of human resources was overcome by utilising voluntary services of those 
that replied to our appeal as well as by sub-contracting services covered by utilising 
obtained funds. 

Factors enabling the process: Up-to date knowledge of various funding schemes 
available for voluntary organizations and a good networking within the Maltese 
community.  The fact that No Pain Foundation is a member of the Malta Health 
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Network and agreed to partner for this project made it possible to access more 
funds offered by VOPs.  The positive rapport of Malta Health Network with SIP 
Europe since 2014, strengthened by the successful hosting of the SIP 2017 
symposium in Malta during the Maltese Presidency, as well as the collaboration 
with Active Citizen Network (ACN) and ISAL foundation in raising awareness of 
chronic pain, ensured a strong European partnership. 

 

EVALUATION 

Reproducibility: This research is highly reproducible since it was based on a 
publicly available validated research tool used in other countries. 

Innovativeness: This was the first type of research on the degree of impact of 
chronic pain on Maltese citizens ever carried out.  No other similar data was 
collected before by other entities or institutions.  Some other evidences are only 
available for specific conditions like diabetes, obesity and chronic heart failure, but 
none available on pain. 

Added value: The results highlight the biopsychosocial implications of chronic-pain, 
which is often overlooked in the local context.  They also provide a blueprint for 
the service-providers to provide an adequate service as well as to be able to audit 
the efficacy of the existing services. The need for education of the multidisciplinary 
team involved with the management of this condition is also highlighted.  The 
subsequent release of informative material like infographic, videos, etc. also served 
for the general public to familiarize with issues faced by those affected by chronic 
pain.   

Appropriateness: All necessary steps to ensure compliance with the legal and 
ethical requirements were followed, and those carrying out the actual compilation 
of data were provided with a list of support services in case there was any need 
during the actual data gathering. 

 

NEXT STEPS 

Lessons learned: Evidences from this research highlight the significant effects of 
pain on the individual and society. Policy makers however require hard proof for 
health care needs and cost effectiveness of measures to provide services. 
- Approximately 90% of respondents identify the general practitioner (at private 

clinics and health centres) as their first health care point of contact for general 
health, while 76% identify these just for pain related issues. Implication: if 
primary health care fails and these persons refer to secondary care as first point 
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of contact and possibly management, there would be an overload to the system 
with inefficient use. Therefore, primary care is relevant and must be considered 
as a long-term investment. 

- Almost 47% of respondents reporting pain during the previous 3 months 
including very mild, mild, moderate, severe and very severe pain receive no 
treatment for their reported pain. It would be interesting to know why these 
pain sufferers are not receiving treatment for their pain.  

- Nearly 38% of pain sufferers report being in pain for more than 2 years. People 
get pain and stay in pain. 

- Ethical issues include issues of rationing of health care, inequalities resulting 
from accessibility due to the infrastructural and logistical setup of services, 
costs of treatment and lack of resources including skilled human resources. 

- Practical outcomes of treatment for pain might be different from the traditional 
clinical outcomes tied to general practice. For example, the ability to care of 
other family members or the ability return to work are important outcomes for 
pain relief. Such outcomes may not be measured in treatment or services 
audits. 

- A wider consideration for pain is the psychological and social element. 
Depression is also an important aspect, especially in chronic severe pain.  

- An ageing population and the high prevalence of obesity in Malta play an 
important part in the prevalence and experience of pain, its causes and its 
management. Therefore, we cannot consider pain in isolation. 

- Resources are always limited, especially in the healthcare field. It may be 
necessary to put an economic argument derived from research data especially 
when dealing with policy makers and politicians with a short ‘long-term’ 
perspective. 

- Policies related to pain are multi-faceted and impinge on the remits of several 
ministries. It may be argued that a portion of pain sufferers do not lack health, 
but pain is impacting their general life, which affects their employment, their 
personal situation and finally the economy of the country. 

Key takeaways: Investment is required (through skilled human resources, 
education, facilities and equipment) in the primary health care services to cater for 
the diagnosis, assessment, treatment and long-term management of chronic pain. 
Guidelines and resources must be made available to prevent shifting of patients 
that can be successfully managed at primary care level to the secondary care (and 
more expensive) system. 
- Multidisciplinary teams which should encompass a broad range of health care 

expertise (primary care doctors, pain specialists, physiotherapists, nurses, 
social workers, psychologists, nutritionists, occupational therapists etc), 
patient care services, pain conditions treated, and educational and research 
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activities must be set up preferably in the primary care settings to manage pain 
patients from the diagnosis stage to the return to full functionality. 

- Different types of assessment and management strategies should be 
considered involving different health care professionals. Education and 
Continued Professional development are necessary, and all the relevant 
professionals must be targeted. 

- Management pathways must be developed, and their quality and effectiveness 
must be audited to ensure cost-effectiveness and patient satisfaction. 

- Set out appropriate ‘Wait-Times’ for the various categories of pain. For 
example: acute painful conditions such as pain related to trauma or surgery 
should be treated immediately; painful severe pain with the risk of deterioration 
or chronicity, such as pain in children or pain related to cancer or terminal or 
end-stage illness, should be treated within 1 week; severe undiagnosed or 
progressive pain with the risk of increasing functional impairment, generally of 
6 months’ duration or less such as back pain that is not resolving or persistent 
postsurgical or post-traumatic pain, should be treated within 1 month. 

- Pain needs to be followed up effectively to prevent patients having to cope with 
pain for extended periods of time.    

- Equity in provision of services must be guaranteed by ensuring accessibility to 
adequately skilled professionals and all medically approved treatment in line 
with current medical knowledge. 

- Community services such as special leave, teleworking, and appropriate 
transportation must be considered to support both pain sufferers and their 
caretakers. 

- Civil society groups, especially those organised around pain conditions, must 
be supported to in turn support their members access medical care and 
participate fully in everyday life. 

- Educate the general population on pain and its effects on the individuals and 
wider society to prevent stigmatisation of pain sufferers. 

- Encourage further research in pain related issues. 

Next steps: Use obtained data to formulate a National Pain Plan to tackle pain on 
a nationwide level. If a stand-alone plan is not possible, ensure that pain is given 
its due place within other national strategies such as the Health Strategy 2020-
2030 and Employment and Social Policies.  
Use the information generated and made available on websites and social media 
to spread the message on local and European Fora. These can be accessed here:  
www.maltahealthnetwork.org, and Infographic video can be found at 
https://www.youtube.com/watch?v=GkQumDYJTWk&t=92s. 
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GOOD PRACTICE N.9: DTX FOR PAIN 

 

CONTACT PERSON 

Name: Cotty-Eslous 

Surname: Marine 

Organization: Lucine  

Position: Director  

Country: France 

Country Region: Nouvelle-Aquitaine 

Email: mcotty@lucine.io  

Phone number: +33 677559168 

Information about Good Practice Applicant: "From a very young age, polypathology 
has characterized my daily life, and my only way of escaping it was to study it and 
to understand it. My multidisciplinary university studies became the meeting point 
between my personal and professional life. The will to act to improve our daily life 
is an essential value for me. In 2016, after three years of technological, economic 
and social feasibility studies, I decided to launch the Lucine Project with the 
objectives of relieving millions of patients with chronic pain and improving the 
working conditions of health professionals. As a result, my team and I have created 
the first solution to measure, analyze and relieve pain." 

 

DESCRIPTION 

Title of the Good Practice: DTX FOR PAIN 

Category: Innovation 

 

Location: Bordeaux, France 

Project Timeline: 

Start: September 2017 

End: September 2020 
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Stakeholders involved:  

Civic organisations: Association Francophone pour Vaincre les Douleurs (AFVD). 

Healthcare organisations: Chu Poitiers, Saint Joseph Hospital, Chu Nantes, 
Bergonie Institut. 

Health professionals: Eric Serra. 

University: Bordeaux University, Crystal, Limoges University. 

Other: Uquam, Laval Universty, Sherbrooke University, Mc Gill, Transmedtech, 
Medtech, Bpi France, French Tech. 

Objective: The Lucine project has the ambition to transform and improve patient’s 
health. Our main therapeutic area is pain. The product, a digital therapeutics, is 
able to relieve patient’s pain through active substances allowing analgesic 
neurostimulation. Customized, our solution is adapted to each patient thanks to 
the measurement and analysis of pain through facial, vocal, and postural 
recognition. Lucine is the first digital solution that can measure and analyze 
patient's pain level using facial, postural, vocal and environmental recognition. The 
smartphone’s camera analyzes the mobility of the face, the body, the emotional 
expressions, the semiotics of the language and the modulation of the patient's 
voice. After analyzing the data, Lucine delivers an objective measurement of the 
patient's pain level on a scale from 1 to 100 and analyses pain biomarkers. Lucine 
is the first digital therapeutics to provide health solutions that act as an analgesic 
without the absorption of a conventional molecule. Thus, to relieve pain, Lucine 
offers a library of "digital health therapeutics”. By relying on the cognitive and 
chemical abilities of the patient's brain, Lucine can lead to a chain of chemical 
antalgic responses thanks to auditory, visual and sensory stimulations. Lucine uses 
two technological bricks: the first one is the machine’s learning and deep-learning 
process for the identification of subjective and objective pain biomarkers; the 
second one is the use of external stimuli leading to the physiological production of 
natural painkillers such as B-endorphin, serotonin, dopamine, etc. The use of 
behavioral therapies for a deep transformation of pain mechanisms is extremely 
important. 

Outcomes and Impact on Participants:  

Measurement: more precision with no invasive actions. In real conditions and 
throughout the patient's life, Lucine measures and analyzes the pain of a patient in 
all conditions (communicating and non-communicating patients, social 
precariousness, extreme conditions, etc.).   
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Care: stimulation to immediately relieve the pain of the patient without causing 
side effects or addiction and, over time, to reduce the number of painful crises of 
the patient. No invasive actions. The Lucine solution is a center of innovation at 
the crossroads of applied neurophysiology, digital sciences, computer sciences and 
human sciences.  

Our vision: to build scientific solutions centered on the needs of the patient, their 
family and their practitioners, taking into consideration that each pain is unique. 
Lucine's treatment can be adapted on many devices: virtual reality, augmented 
reality, games, sounds, videos, smartphones. The team works according to a 
pathology in order to define the course of care and the use of the most adapted 
solutions in the daily life of the patients. 

Resources:  

- A multidisciplinary team of 32 people who have been working on the project 
since 2018.  

- A consortium of researchers to help with very innovative elements, especially 
in animal testing.  

- Hospital structures for conducting a clinical trial on endometriosis in 2019 to 
demonstrate the effectiveness of the measurement scale and digital processing.  

- Patients and health professionals’ associations for the recruitment and co-
construction of innovation.  

- A scientific committee composed of 8 personalities from the world of pain 
helping in the project to guarantee ethics and feasibility.  

- We are also assisted by 5 teams of lawyers to respect the rights of patients 
and protect their data.  

- Finally, we are helped by public structures such as the University of Bordeaux 
for the use of technical platforms to perform functional brain imaging and 
biometric measurements. They helped us establish an observational research 
site within our structure to continue collecting data and improving the solution. 

 

ANALYSIS 

Development of the good practice: We are working on two types of indications: the 
first is focused on “complex patients” in order to provide them with pain 
management solutions. Here we refer to the very vulnerable populations (homeless 
and underprivileged people, reception centers, etc.) and those groups of people 
that have been facing great health challenges to help them in their sufferings 
(people with autism, elderly people with dementia, etc.). This first pillar of work 
will help patients respect a human right that is common to all of us: the absence 
of pain. Yet, Lucine is also a support for medical professionals and families that 
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are often helpless in front of the situation. The second is centered around people 
suffering from chronic pain with little or no support. Here we act with patients that 
can communicate, live in normal conditions, but are constantly suffering. This 
difficult care can be social, as in our project on women's health (endometriosis and 
pelvic pain), or medical, such as in the case of certain pathologies such as diabetic 
neuropathy and migraine, where hundreds of thousands of patients and families 
are left without a solution. Our action will allow these families to resume a normal 
life and not to put themselves at risk by over-dosing the drugs. We provide support 
to doctors and researchers who work every day better support their patients; we 
reduce the urgency and the medical intervention.  
Previously: proof of feasibility, recruitment of resources, and three pre-tests on 
patients in controlled situation. 

Means used to overcome or remove the obstacles: Our method: we work by 
pathology. We have a multidisciplinary team composed of sociologists, 
anthropologists, psychologists, doctors, neurophysiologists, neuroscientists, data 
scientists, lawyers, psychiatrists, patients, and families. It is thanks to the 
combination of all these skills that we can achieve our goals. In addition, we 
perform a lot of animal testing and simulations.  
Moreover, we rely on a permanent iteration method, which allows us – after for 
instance tests of hypotheses on a stimulation or on an identified biomarker – to 
stop if the direction is wrong.  
Finally, our best assets to overcome our scientific or feasibility difficulties are our 
resources: CRO, research laboratories, researchers, hospital structures, 
associations, committee, lawyers, developers, etc. Many members have helped us 
providing the technical means and skills to achieve our results.  

Factors enabling the process:  

- Research Consortium: 250 researchers for the realization of further scientific 
testing and publication. They also help in developing some brick solution 
technologies.  

- CHU Consortium: 40 hospital structures in France and Quebec. They help for 
the realization of pre-test, clinical trials and co-constructions.  

- Patient and professional associations: help with dissemination, patient 
recruitment and co-construction solutions.  

- Companies, insurances and foundations: assist in the development, sharing of 
knowledge and financing of the solution.  

- Our process was developed around a complex procedure including several 
months of experimental research (consisting of observation phases and 
interviews with experts, patients, families and doctors), pre-clinical animal 

65



testing, tests, and clinical trials (healthy volunteers, experimental pain and 
phase 3 clinical trials). 

 

EVALUATION 

Reproducibility: We are working to enable the development of this innovative 
solution. We are currently working on our solution for French-speaking countries 
(Quebec, France, Belgium, Switzerland, Monaco, etc.). We are testing our method 
of development and implementation of our solution on 10 different therapeutic 
indications. At the end of the project, it will be possible to identify a guide allowing 
for the massive dissemination of this solution (after we realize the history of all our 
scientific, technical and legal actions in order to turn it into a medical device).  

Innovativeness: Major innovations include:  

- Determination of new pain biomarkers in humans.  
- Automatization of the reading of these biomarkers with artificial intelligence 

technologies based on videos.  
- Establishment and validation of new digital therapies based on the use of 

external and non-invasive stimuli to reduce pain sensations.  
- Use of smartphone technologies to work in a controlled environment 

(laboratories, hospitals, pain clinics, etc.) as well as in an uncontrolled 
environment (patient's home, workplace, car, etc.). 

Added value: The identification of new pain biomarkers in humans. This is very 
important to advance pain research and clinical care. It makes possible to measure 
the level of patients’ pain on all patients without depending on races, cultural 
aspects, emotional aspects or behaviors aspects.  
The automatization allows to easily use this solution in daily life.  
Subjective biomarkers are very important to explain and understand the patient’s 
world. The added value of these biomarkers includes helping caregivers, family 
doctors, and patients themselves to understand the behavioral, emotional and 
cultural elements that trigger the feeling of pain in the patient.  
The new digital therapeutics helps patients and doctors to relieve pain with 
treatment without causing side effects or addiction. It is an important medication 
augmentation of the painkiller’s molecule. 
 
Appropriateness: 50% of the solution is technological, while the rest of the 
innovation is social. Indeed, each pathology / pain studied involves a new complete 
process of questioning. We will be interested in the following:  
- Pain: what mechanisms of pain are involved?  
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- People: who are they? What are the cultural, educational and behavioral 
specificities? What are their needs, lifestyle habits, and life goals?  

- Patients: what are the identified care pathways? Who is the referent 
practitioner? 

By answering these questions, it is possible to choose the right components of care 
and to establish a path to implement the solution in the daily lives of patients and 
practitioners. This helps to ensure efficiency and optimal appropriateness of the 
solution.  
 

NEXT STEPS 

Lessons learned: Consider all aspects of the expression of pain: interpersonal 
aspects (biological (sex, weight, age), social (culture, country, education, 
behavior)), collective aspects (social representation of pain (family, work, health), 
psycho-cultural elements, and objective biomarkers of pain in humans. It is 
fundamental for us not to make a replicable digital solution on a large scale just by 
changing the system’s language. It is important to repeat the search for each 
pathology and geographical area in order to propose an acceptable solution for the 
patients. Moreover, the implementation of the solution can’t represent an end. It is 
important to continue the interindividual exploration for solutions’ improvement 
through pharmacovigilance processes. 

Key takeaways: Read above.  

Next steps: Next steps in 2019:  

Phase 3 clinical trials to validate the effect of the 
solution and the measurement performance (mid-term 
results June 2019).  

- Label the solution as a medical device in July 
2019.  

- Finalization and validation of our quality system 
and mandatory security in 40 countries worldwide 
(September 2019).  

- Publication of scientific results (October 2019). 
Security audit (cybersecurity) by ANSSI in 
November 2019. 
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GOOD PRACTICE N.10: SPECIAL EDUCATIONAL NEEDS FOR FM, 
CFS/ME, MCS, EHS STUDENTS 

 

CONTACT PERSON 

Name: Maria José  

Surname: Félix Mora 

Organization: CONFESQ 

Position: President 

Country: Spain 

Email: 
presidencia.confessc@gmail.com 

Phone number: +34 667 889 123 

Information about Good Practice Applicant: She is the president of Confesq, which 
is a non-profit organization committed to represent and defend the global rights 
and interests of people suffering from Fibromyalgia (FM), Chronic Fatigue 
Syndrome / Myalgic Encephalomyelitis (CFS / MS), Multiple Chemical Sensitivity 
(MCS) and Electrohypersensitivity (EHS), as well as their families. 

 

DESCRIPTION 

Title of the Good Practice: Special educational needs for FM, CFS/ME, MCS, EHS 
students 

Category: Empowerment; Professional education. 

 

Location: Spain 

Project Timeline: 

Start: January 2018 

End: Ongoing. 
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Stakeholders involved:  

Civic organisations: CONFESQ, DOLFA (Spanish association of kids, youngers and 
adolescents affected by CFS/EM, FM, MCS & EHS). 

Health professionals: Doctors, specialists, psychologists and pedagogues. 

Other: Political parties of Madrid and Catalonia were contacted; the project was 
presented to the Catalan Parliament; Education Delegations needed to approve the 
project. 

Objectives:  

- Main objective of the project: Diffusion and awareness of the special 
educational needs (SEN) of children with CSS.  

- 2nd main objective of the project: to decrease the response time to SEN of 
children with CSS and to guarantee educational continuity for these children, 
in which the disease occurs with outbreaks.  

- The project aims at guarantying the continuity of the educational process, in 
the obligatory and non-obligatory stage, to children and adolescents suffering 
from chronic diseases, as school absence affects the academic, social, 
emotional, and many other aspects of their lives. Indeed, children should 
receive an “education adapted to their special educational needs,” rights 
included in the LOMCE, Education Quality Law of 2013, at the state level.  

- The results of this project will be reflected in a website to which educators 
from all over Spain will have access.  

- Approximate period of implementation in regional governments:  from 2 to 4 
years. 

Outcomes and Impact on Participants:  

- Regional governments in favor of implementing the educational protocol of CFS 
- 15%               

- Schools which received it and had a favorable opinion - 30% 
- Teachers that could follow it - 40% 

Resources:  

- Specialist doctors; 
- Psychologists and Pedagogues; 
- Political parties of Catalonia and Madrid Parliaments; 
- Education Delegations needed to approve the project;  
- Comillas University. 
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ANALYSIS 

Development of the good practice: The project consists in the development of an 
online guide that collects diseases’ information as well as recommendations on: 
a) Specific needs for educational support; 
b) How the disease affects children in the development of their academic life; 
c) Guidelines on how to act in different situations; 
The guide also contains the advice of specialist doctors, psychologists and 
pedagogues that pick up the educational singularity of each candidate.  

Obstacles:  

- Regional and national education administrations are very slow in accepting, 
processing and analyzing the new proposals; 

- Not all cases are the same: It would be necessary to see the specific limitations 
of each child; 

- The secondary education (optional) stage is the most forgotten by the 
administrations, condemning these children and adolescents to a lack of future 
perspectives. 

Means used to overcome or remove the obstacles:  

- Reliable information coming from experts and health professionals in ME/CFS; 
- Expert consultants are available for both CONFESQ and DOLFA; 
- The CONFESQ’s contacts database includes politicians who may facilitate 

access to some processes. 

 

EVALUATION 

Reproducibility: Yes. 

Innovativeness: Yes. 

Added value: Yes. 

Appropriateness: Yes.  

 

NEXT STEPS 

Next steps:  

- Include the protocols for MCS and EHS. 
- Update the current protocol with the new evidences coming from the latest 

investigations. 
- Increase the number of analysts (health, education experts as well as health 

institutions). 
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GOOD PRACTICE N.11: UNREST SPAIN TOUR 

 

CONTACT PERSON 

Name: Maria José 

Surname: Félix Mora 

Organization: CONFESQ 

Position: President 

Country: Spain 

Email: 

presidencia.confessc@gmail.com 

Phone number: +34 667 889 123 

Information about Good Practice Applicant: She is the president of CONFESQ, 
which is a non-profit organization committed to represent and defend the global 
rights and interests of people suffering from Fibromyalgia (FM), Chronic Fatigue 
Syndrome / Myalgic Encephalomyelitis (CFS / MS), Multiple Chemical Sensitivity 
(MCS) and Electrohypersensitivity (EHS), as well as their families. 

 

DESCRIPTION 

Title of the Good Practice: Unrest Spain Tour 

Category: Empowerment-, Innovation 

 

Location: Spain 

Project Timeline: 

Start: 29 November 2017 

End: Ongoing. 

 

Stakeholders involved:  

Civic organizations: Spanish associations and federations of affected people from 
all across the country. 
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Health professionals: The documentary contains the testimonies of outstanding 
doctors and investigators, such as Dr. Ron Davis, Dr. Cheney, Dr. Klimas, etc. At 
the tour events, Spanish prominent doctors and other health authorities are 
present. 

University: Yes, universities may take part to the tour (ie: Universitat de Valencia). 

Other: local entities/organizations take part to the tour; sponsors and collaborators; 
political authorities; etc. 

Objective: CONFESQ has organized a tour across Spain with three main objectives: 

1. Sensitization: It allows us to reach the society, the universities, hospitals, etc., 
showing the hard, invisible reality of CFS/EM and distinguishing the latter from 
the chronic fatigue that may accompany other diseases. 

2. Associative promotion: collaboration with local and regional administrations, 
for the empowerment of CFS/EM patients.  

3. Investigation promotion: Through colloquiums, sponsors and donations. In 
particular, an agreement has been signed with the Vall D’Hebron Research 
Institute (VHIR) in Barcelona to donate all the earnings of the film screenings 
to the CFS/ME investigation. 

Outcomes and Impact on Participants:  

- Until now, more than 25 screenings have been made across Spain and over 
3.000 people attended them. More than 30 documentaries are planned to be 
screened. 

- 55 speakers had participated in the first 25 screenings; over 1700 invitations 
were sent; and about 3500 people were reached. 

- This first phase saw 30 press releases, 3 TV reports, and 10 radio interviews. 

Resources:  

Human resources: 
- Technical staff from the different entities-member of CONFESQ 
- Volunteers: Computer Science Engineers 
 
Technical resources: 
- Hardware (PCs, networks, projectors, etc.) 
- Web-page and social media 
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ANALYSIS 

Development of the good practice:  

The tour is divided into 4 phases:  
- phase 1: information; 
- phase 2: resource searching; 
- phase 3: invitations spreading (invitations to institutions, doctors, journalists, 

public authorities, and universities; press and social media for generic public); 
- phase 4: celebration and report. 
 
Every event of the tour is structured as follows: 
- CONFESQ and local entities organize, arrange and take part to the event; 
- the event is divided into three parts: introduction, screening of the documentary 
"Unrest", colloquium/conferences with CFS/EM patients’ representatives, disease 
authorities and professionals (topic: Activism & health, Researching, CFS/EM on 
kids, patient-doctor relations, treatment units, Expert Patient); 
- technicians that offer advices are present at each event. 
 
The tour’s idea came from the both CONFESQ’s current president and vice-
president after they had watched the UNREST movie. Since the beginning, they 
identified the need to spread Jennifer Brea’s experience in order to raise awareness 
of the reality in which thousands of Spanish people live. 
The organization was not easy at first, but thanks to the staff of CONFESQ’s entities 
it then became a routine: 
- Every screening is organized by a different association or federation (in any 

area of Spain, including in the islands) interested in joining the tour. This entity 
searches for an auditorium, technical resources, sanitary authorities and at 
least one affected person, association, representative, etc. It then reports to 
CONFESQ its aims and possibilities. 

- CONFESQ helps the entity by contacting the authorities and partners, 
searching for resources to add to the entity’s ones, and designing the posters. 
It also carries out several advertisement activities using social media, the radio, 
local televisions, etc. 

- Depending on the complexity of the planned action, CONFESQ may provide its 
own resources (technical & human) in order to achieve a successful promotion 
and attendance at the event. 

Obstacles:  

- Some entities are afraid of planning this kind of events due to the preparation 
that must be done in advance. 
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- It is not so easy to gather health specialists who are willing to participate in 
these events. 

- The educational community may not be receptive to invitations from small 
associations. 

- The most bizarre obstacle we have faced comes from the Spanish ME Action 
branch, which started a discredit campaign in social media against these film 
screenings. 

Means used to overcome or remove the obstacles:  

- CONFESQ offers a lot of information about the ways to plan the screenings, no 
matter the entity’s size. Its staff, as well as the rest of the associations and 
federations that cooperate with it, actively collaborate to help that entity reach 
its goal. 

- CONFESQ collaborators’ database is quite wide and it is used to suggest 
possible participants depending on the screening site. 

- With concerns to the educational communities, CONFESQ and its associates’ 
staff have many contacts in these areas and may facilitate the appropriate one.  

- The discredit campaign was treated with respect, underlying a serious, well 
done job. We contacted Jennifer Brea’s producer as well as ME Action USA. 
The result was the continuity of the events and the closing of Spanish ME 
Action on Facebook and Twitter. 

Factors enabling the process: Cooperation of diverse stakeholders and participants, 
from doctors to journalist, politicians, health authorities, and the press.   

 

EVALUATION 

Reproducibility: Yes, the tour is going on for one year and events have already 
taken place in different locations. Similar tours can be organized again. Also, new 
documentaries with other stories can be filmed and published. 

Innovativeness: A tour represents the perfect way to gather a great variety of people 
in different locations, thus being a successful method of awareness raising. Also, 
each event does not simply consist in conferences and seminars held by 
professionals, but it is characterized by the screening of the "Unrest" documentary, 
thus adding a visual element that attracts peoples' attention and shows the reality 
of chronic pains. 

Added value: The project demonstrates how a tour can be an instrument for raising 
awareness of an existing issue within the society. 

Appropriateness: Yes.  
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NEXT STEPS 

Lessons learned: 

- Collaboration is the key in this kind of projects. A specific goal and a well-
defined method are fundamental; 

- Don’t be afraid of discredits. Take in account every critic in order to improve 
the project; 

- In these events, collaborators become, in the end, part of CONFESQ. Selection 
must be exhaustive.  

Next steps: Finish the tour and then analyze the whole impact of the tour. 
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GOOD PRACTICE N.12: MYDYSTONIA 

 

CONTACT PERSON 

Name: Monika  

Surname: Benson 

Organization: Dystonia Europe 

Position: Executive Director of 
Dystonia Europe 

Country: Belgium 

Country Region: Brussels 

Email: sec@dystonia-europe.org 
monika.benson@dystonia-europe.org  

Phone number: +46739984961 

Information about Good Practice Applicant: Monika was elected president of EDF, 
now Dystonia Europe, in 2007. She was re-elected for a second term in 2010. 
Monika stepped down as President in 2013 since she had served the maximum 
period of 6 years. She took over as Executive Director after Alistair Newton’s 
retirement. Monika suffers from cervical dystonia. Between 2006 and 2016 she 
was a board member of the Swedish Dystonia Association. Monika has been 
working as a coordinator of work-shops, courses and lectures at a school in Lund, 
Sweden. 

 

DESCRIPTION 

Title of the Good Practice: MyDystonia – a Digital Diary for Dystonia Patients by 
Dystonia Patients 

Category: Empowerment, Innovation 

 

Location: Brussels (but international/online).  
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Project Timeline: 

Start: 2014 (idea development) – 2015 (launch) 

End: Ongoing. 

 

Stakeholders involved:  

Civic organisations: Dystonia Europe. 

Other: Merz Pharma. 

Objective: MyDystonia is an electronic diary available as a web-based service and 
as a mobile APP for dystonia patients to record and analyze the impact of the 
disease on everyday life. By answering predefined questions (e.g. core symptoms 
like overactive muscles or pain; impact on daily living; etc.), the user is able to 
examine and to visualize their well-being according to the treatment schedule. The 
MyDystonia diary is designed to support and potentially improve patient-physician 
communication as the collected data can be presented and discussed with the 
treating physician or other patients in order to track the treatment’s outcome and 
to define potential treatment goals in order to attempt an optimized treatment 
approach. 
In the long-term, the objective is that all dystonia patients use the MyDystonia 
APP. The collected anonymized data can provide important information and 
knowledge on the daily life of dystonia patients and could lead to further research 
projects, improved treatments and hopefully a better quality of life for people living 
with dystonia.  

Outcomes and Impact on Participants: At the moment, there are over 2000 
registered users of the APP from more than 50 countries. It is used in almost all 
European countries. Active users vary from month to month between 50 to 100. 
The App MyDystonia is used to: 
- Improve patient/physician communication 
- Optimize treatment outcome 
- Ensure a better quality of life 
 
Feedbacks: 
- Patient in Norway: “I think the APP will be very helpful for many people 
including myself in the communication with healthcare providers and others.”                           
- Patient from The Netherlands: “It only takes a minute or two to answer all the 
questions, so daily usage is not that hard. Easy to use overview for trend analysis.” 
- Physician from Norway: “This is a very useful scoring tool for dystonia symptoms 
and treatment of patients.” 
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- Physician from France: “I can see the discomfort of my patient by taking a look 
at her/his MyDystonia. For me the diary is a good tool to improve treatment.” 

Resources:  

- Information videos and leaflets have been produced to explain the APP to the 
users, including both physicians and patients.  Roll-ups and posters. These 
materials have been translated in several languages.  

- The project is 100 % owned by Dystonia Europe and the development of the 
APP was done with specialists in Germany and in The Netherlands.  

- The APP has been translated to 10 languages. 

 

ANALYSIS 

Development of the good practice: The APP was developed by Dystonia Europe 
with the support of an unrestricted grant from Merz.  
In order to find out what kind of questions dystonia patients would like to see on 
such tool, a survey was conducted in three countries with the support of the 
national dystonia associations in France, Germany and the United Kingdom. 300 
dystonia patients gave their feedback on features, design and questions to include.  
The APP was released for both the website version and iOS in July 2015. The 
following year, in October 2016, the Android version was launched.  

Obstacles: 

- There are 2100 registered users but not as many active users; 
- Physicians are not aware of the APP; 
- It’s a new device/new project that needs to be more widely known. 

Means used to overcome or remove the obstacles: In 2016, the MyDystonia 
Ambassador Program was launched. We decided to appoint ambassadors for the 
different languages/countries in which the APP is available. These ambassadors 
provide information about the APP on a national level, cand they can also support 
and answer questions of the users. In order to support their work, a special 
MyDystonia Ambassador NET platform has been developed. The ambassadors 
meet once a year to discuss and share experiences about the project. There has 
been three such meetings (Frankfurt, Rome and Dublin) so far. 

The ambassadors also attend meetings for physicians to present and explain the 
App. The ambassadors have regular TCs and there is a special newsletter sent to 
them every two months to inform them about the latest activities.  
MyDystonia has also a special Facebook page where users can connect and get 
support.  
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The APP is presented in various meetings for physicians as well as demonstrated 
during medical congresses and dystonia patients’ meetings across Europe (London, 
Dubrovnik, Oslo, Minsk, Brussels, Berlin, etc).  Every year Dystonia Europe takes 
part in large congresses where the App is shown: Toxins, EAN, Movement Disorder 
Congress. 

Factors enabling the process: The project strengthened the links between Dystonia 
Europe and its member associations. On a daily basis we are working on a joint 
European project. From DE’s perspective we have got to know our members much 
better. Our members have seen that we are actually there to add value to their 
work for dystonia patients. 

 

EVALUATION 

Reproducibility: Yes. Dystonia Europe is already working on a new version of the 
App MyDystonia included in the recently launched project Mybrainnet platform. 
Moreover, similar Apps could be created with regards to other chronic diseases 
with the same objectives of facilitating patient-physician interactions, registering 
and reporting symptoms, and connecting patients.   

Innovativeness: Yes. The idea of creating an App accessible to all patients suffering 
from dystonia is innovative and original. It has been reported from many patients 
that it is difficult to remember symptoms and treatment effects throughout the 
period of treatment. For instance, a dystonia patient who receives botulinum toxin 
treatment needs it every 3 months. By using the app, the patient can easily 
demonstrate and communicate to the physician how she/he was feeling after the 
last injection.  

Added value:  

- MyDystonia has the potential to transform itself into a central hub for dystonia 
and will be included in the Mybrainnet platform. In this way, it may serve as 
a template for other disease diaries.  

- MyDystonia is also available online, so no iOS or Android phone is strictly 
necessary. 

- MyDystonia has created stronger links between DE member associations. 

Appropriateness: Yes. MyDystonia is easy to use and accessible to everyone.  It 
can be a template for other disease areas. 
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NEXT STEPS 

Lessons learned: It is very important to involve all stakeholders since the beginning 
of the project in order for everybody to see the projects’ benefits and added value. 
Therefore, for our recently launched project, the Mybrainnet platform, we have 
created a special advisory board that includes patients, researchers, medical 
professionals, the industry, and legal specialist. In particular, we believe that if 
physicians are involved from the beginning their use of the APP will also increase. 

Key takeaways:  

MyDystonia has: 

- strengthened the connections with our member groups; 
- demonstrated a template of collaboration between a patient association and 

pharma; 
- created stronger links to the medical profession. 

Next steps: For the time being we are working on an update of the dystonia digital 
diary, MyDystonia2.0, and on the possibility to adapt it to a version for children 
with dystonia: MyDystonia for Kids. This work will all take place within the recently 
launched project Mybrainnet which will be a platform with information, apps, etc. 
for several brain diseases.  

 

OTHER INFORMATION: 

Links:  

- https://vimeo.com/search?q=mydystonia  
- https://mydystonia.com  
- https://www.facebook.com/MyDystonia 
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GOOD PRACTICE N.13: ACACI 

 

CONTACT PERSON 

Name: Asunción 

Surname: Caravaca Marín 

Organization: ACACI - Asociación 
Ciudadana de Afectad@s de Cistitis 
Intersticial/Síndrome del dolor vesical 
de España 

Position: President 

Country: Spain 

Email: info@acaci.es  

Phone number: +34 677179734 

 

DESCRIPTION 

Title of the Good Practice: “ACACI’s empowerment and advocacy activities: a 
step by step journey towards success” 

Category: Empowerment. 

 

Location: Barcelona, Spain 

Project Timeline: 

Start: January 2006 

End: Ongoing. 

 

Stakeholders involved:  

Civic organisations: cooperation with ADOPEC. 

Health professionals: Spanish doctors and experts/researchers are involved in our 
initiatives. 

Other: cooperation with FEDER, the Spanish Federation for rare diseases. 

82



Objective: ACACI (Spain Association of Patients of Interstitial Cystitis/Bladder Pain 
Syndrome), is a national nonprofit patient organisation born in 2006. Its main 
objective is to promote awareness about the pathology in the society. ACACI is 
collaborating with a large number of other organizations, both at the local and 
international level, to raise awareness and to serve as a central hub for healthcare 
providers, researchers and Spanish patients who suffer from constant urinary 
urgency and frequency as well as extreme bladder pain (called IC/BPS) and chronic 
pelvic pain. ACACI supports IC/BPS patients in their daily fights, providing the best 
information about treatments and care centers. Also, ACACI personally supports 
the patients and their families, especially by promoting the creation of patient 
support groups all over the national territory, in order to help them live a better life 
despite their physical condition. For ACACI, it’s important to avoid isolation and 
loneliness, which IC/BPS patients suffer very often. 

Outcomes and Impact on Participants: Throughout these 12 years of activity, 
ACACI has become a national reference for all patients of IC/BPS, being the main 
patient organisation active on such issue in Spain. Our webpage is constantly 
improving, as well as the participation to our meetings and activities, which we 
have been coordinating for the last twelve years. 

Resources: All our advocacy and patient support activities are exclusively based on 
the voluntary personal engagement of our members. All costs are covered by 
memberships and donations. 

 

ANALYSIS 

Development of the good practice: The activities we organize are part of the 
following fields of action:  

- Actions directed to patients and associated patients: We organise workshops 
and conferences with specialised physicians and researchers (urologists, 
anesthesiologists, gynecologists, psychologists, etc.), but also with lawyers and 
experts on rare diseases and health administration. We organise support 
groups (also virtually through the use of our webpage and social medias), trying 
to ensure a special individual and warm care. ACACI has two main active 
patient groups, one based in Madrid and one based in Barcelona.  

- Actions for raising awareness at the national and international level: We 
actively participate in national and international scientific congresses; we 
collaborate with external public authorities also helping developing research 
projects; we are engaged in the creation of a new European Network of pelvic 
pain and diseases based in Brussels. 
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Means used to overcome or remove the obstacles: ACACI is going through a deep 
phase of internal renovation, trying to identify new challenges and new resources, 
both human and financial. Thanks to the help of some local and international 
support networks for patient organizations (ECOM, ACN and EPF above all - such 
as for example the last “Capacity Building Programme” organised by EPF), ACACI 
is strengthening its capacity and learning new management strategies to apply for 
the next years. 

 

EVALUATION 

Reproducibility: Yes.  ACACI is the only nonprofit organization dealing with 
Interstitial Cystitis/Bladder Pain Syndrome in Spain, guaranteeing assistance and 
support to the patients and their families. A similar association committed to the 
topic could be reproduced somewhere else in Spain, as well as in other European 
countries. 

Innovativeness: Yes.  ACACI is the first and only nonprofit organization committed 
to the theme of Interstitial Cystitis/Bladder Pain Syndrome in Spain. Our activities 
and initiatives are innovative and can serve as example for the creation of similar 
associations elsewhere.  

Added value: Yes. Our added value lies in the fact that, besides providing patients 
with accurate information about treatments, care centers, etc., we personally 
support each single patient and their family. In particular, the creation of support 
groups allows us to provide psychological attention and emotional support, while 
also enabling sufferers to exchange personal feelings and experiences, make friends 
and avoid feeling isolated and abandoned, which is often one of the greater issues 
linked with the pain.  

Appropriateness: Yes. 

 

OTHER INFORMATION 

Notes: http://www.acaci.es  
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GOOD PRACTICE N.14: ASSOCIATION AND NETWORKING TO 
EMPOWER PATIENTS WITH A RARE DISEASE 

 

CONTACT PERSON 

Name: Tânia 

Surname: Duarte de Almeida Moreira 
da Fonseca 

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

Position: President of the Board 

Country: Açores, Portugal 

Country Region: Ponta Delgada 

Email: info@aaadmj.com  

Phone number: +351 296 281 627 

Information about Good Practice Applicant: The leader is a psychologist. She has 
been the technical coordinator of the association for 13 years and in the last 2 
years she has been a member of the board, working first as secretary and then as 
president. 

 

DESCRIPTION 

Title of the Good Practice: Association and Networking to Empower Patients with 
a Rare Disease 

Category: Innovation; Empowerment 

 

Location: Ponta Delgada, Azores, Portugal  

Project Timeline: 

Start: 5 August 1996 

End: Ongoing. 
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Stakeholders involved:  

Civic organisations: different civic organizations and patient’ associations. 

Healthcare organisations: Hospital do Divino Espírito Santo (Neurology and 
Palliative Care Departments and GAIN – “Azorean Research Group on 
Neurogenetics”); Regional Health Secretary. 

Health professionals: Social workers, Psychologists, Physiotherapists, etc. - 
multidisciplinary group (GAIN). 

University: Professor Manuela Lima (University of Azores – Biology Department 
and GAIN); Coimbra University.  

Other: Mayor of Ponta Delgada City, Town Councils, Regional Social Solidarity 
Secretary.  

Objective: Machado-Joseph is a chronic and highly disabling hereditary 
neurological disease. It is a late-onset disease, which is usually contracted when 
one is about 40 years old, even if there have been cases in which the disease has 
appeared much earlier or later.  The earlier the disease appears, the faster it 
evolves. The first symptoms include problems of vision and balance and the loss 
of fine movements. It is a highly incapacitating disease because the symptoms 
become increasingly severe with time, causing patients to be absolutely 
incapacitated on a physical level, but untouched at a cognitive level. 
Until twenty years ago, many people stigmatized the disease and confused it with 
other illnesses. Then, when the organization was created, a multidisciplinary group 
of experts and professionals were able to change the life of hundreds of patients. 
Our main objectives are: 
- The representation and general/individual/collective advocacy of patients' 

interests and their families and caregivers; 
- Higher awareness of Machado-Joseph as a neurological, degenerative and 

incapacitating disease and of the burden caused by this disease on patients’ 
and their relatives; 

- Collaboration with the researchers; 
- Networking with other patient associations, universities, etc.; 
- Education for health. 
We offer a great diversity of services: support centers, home support, telephone 
helpline, adapted transportation, genetic counseling, etc. 

 

 

86



Outcomes and Impact on Participants: Our activities and commitment have 
allowed us to succeed in: 
- Providing social, psychological, and therapeutic support; 
- Promoting social integration, participation and cooperation; 
- Promoting community integration; 
- Avoiding isolation; 
- Maintaining an upper mobility and functionality of patients; 
- Changing housing and breaking barriers.  
Additionally, we have become a member of FEDRA, the Federation of Rare Disease 
Associations, and we endorse the SIP (Societal Impact of Pain European Platform). 

Resources: The main resources needed are: 
- Headquarters; 
- General, administrative, social, therapeutic services; 
- Animation and community center; 
- Adapted transports; 
- Financial Support: Cooperation with Regional Secretaries of the Government 

and with Mayor of Ponta Delgada; membership dues, donations, and grants 
for projects. 

 

ANALYSIS 

Development of the good practice: This association is the only one in Europe 
dedicated specifically to the Machado-Joseph disease. It was registered in August 
1996 in the island of São Miguel, Azores, where the prevalence of the disease is 
1:2500 (while in the small island of Flores the prevalence is 1:42).  
The main activities of the association include:  
- Disclosure of the problems of Machado Joseph's disease;  
- Efforts and support for diagnosis and treatments;  
- Development of actions that support and assist patients at the regional and 
national level; 
- Building partnerships; 
- National (member of Federation of Rare Disease Associations) and international 
networking; 
- Organization of seminars, conferences, etc.; 
- Genetic counseling for pre-natal diagnosis and PR symptomatic testing; 
- Celebration of special days, as the International Day of Rare Diseases.  
- Participation in international studies. For instance, we took part in Project ESMI 
- "European Initiative for Type 3 Spinocerebellar Ataxia / Machado-Joseph Disease".  
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It is an international project that aims to contribute to the international constitution 
of a group of more than 800 patients with Machado-Joseph disease (MJD) / 
spinocerebellar ataxia type 3 (SCA3). The creation of a large group of patients will 
enable us to achieve an adequate response in terms of clinical trials for this disease, 
which remains currently untreated. 

Obstacles: 

- Geographic obstacles on the islands and the impossibility to support more 
patients; 

- Communication between partners; 
- Recognition of the need of specialized assisted living (costs and difficulty in 

obtaining support); 
- Lack of specific therapies; 
- Stigma in the society. 

Means used to overcome or remove the obstacles:  

- Specific regional legislations that support and protect these patients through 
"easy access to medication, technical assistance, clinical material, etc.”; 

- Disclosing the illness and tackle social stigma;  
- Participating in studies; 
- Running predictive tests.  

Factors enabling the process:  

- Cultural changes within the regional population; 
- Projection at the international level;  
- Obtaining more collaborators, especially official entities. 

 

EVALUATION 

Reproducibility: Yes. This Association represents an example for the creation of 
other organizations focusing on rare diseases (association, networking, research). 

Innovativeness: Yes.  

- The association was a pioneer in the field of patients’ empowerment and 
advocacy, since at the time of its birth patient associations were not common. 

- The AAADMJ has been active in supporting MJD patients and their families in 
the islands of the Azores (Portugal) since 1996. During this time, we have 
collaborated with the multidisciplinary group: GAIN Grupo Açoriano de 
Investigação Neurogenetica “Neurogenetic Investigation Azorian Group” and 
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the ESMI “European Spinocerebellar Ataxia Type 3/Machado-Joseph Disease 
Initiative”, which has the University of the Azores as a partner. 

Added value:  

- Regional specific legislation for therapeutics and incomes and rents: 
o Regional Legislative Decree nº 21/92/A of October 
o Regional Regulatory Decree nº 09/93/A 

- The association supports the creation of direct bridges between organizations 
across the country.   

Appropriateness: Yes. The association guarantees: 
- an efficient management of patients’ needs; 
- higher awareness of a very prevalent rare disease; 
- the empowerment of patients and families; 
- psychological support to learn to accept and live with a progressive disability. 

 

NEXT STEPS 

Lessons learned:  

- Full care for patients and their families is fundamental, especially with such 
chronic disease; 

- In the case of rare diseases, networking with other countries is very important.  

Key takeaways:  

- “Insist, persist, never give up” 
- Resilience 

Next steps:  
- Look for assisted living facilities 
- Support patients in all the nine islands of Azores 
- Work with the authorities to improve national laws in regard MJD 
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GOOD PRACTICE N.15: ARTISTS AGAINST PAIN 

 

CONTACT PERSON 

Name: Silvia 

Surname: Vites 

Organization: Associazione Culturale 
Bioforme 

Position: Bioforme Associate 

Country: Italy 

Country Region: Lombardy 

Email: silviavites@gmail.com  

Phone number: +39 3426789329 

Information about Good Practice Applicant: Silvia Vites holds a 3-year Degree in 
Science of Cultural Assets (“Beni Culturali”). She is now undertaking a two-year 
specialization at the University of Milan. Silvia collaborates with the organization 
and the management of monthly cultural events. She has organized, as project 
leader, the event “Artists against Pain”, aimed at informing and sensitizing the 
public opinion and the European Institutions through the emotional language of the 
art (paintings, sculptures, music, poetry, etc.). 

 

DESCRIPTION 

Title of the Good Practice: Artists Against Pain: Quando l’Arte Rende Visibile 
l’Invisibile (“When art makes visible the invisible”) 

Category: Empowerment; Innovation. 

 

Location: Milan, Italy 

Project Timeline: 

Start: 17 March 2018  

End: 17 March 2018 
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Stakeholders involved:  

Civic organisations: Cittadinanzattiva (and its European branch Active Citizenship 
Network); No Pain Foundation (Malta). 

Other: MedExpress (Polish magazine as media partner); Patrocinio del Municipio 
8 del Comune di Milano. 

Objective: Artist Against Pain is a cultural initiative through which art becomes an 
instrument of socio-political sensitization, particularly on the fight against chronic 
pain. The aim of the event is to group together artists and advocacy groups on the 
topic of chronic pain and to explore pain in different forms. The event is seen as an 
opportunity to share different experiences and ideas for reflection on different levels, 
uniting the medical, political, and social perspectives to the musical and artistic 
ones, in a non-institutional environment. 

Outcomes and Impact on Participants: The event was an occasion to raise 
awareness on the topic of chronic pain, share patient testimonies, present good 
practices, debate an overview of the situation across Europe, and provide 
information on the commitment of EU Institutions on the topic and their most 
recent achievements. Thanks to this painting exhibition, participants could witness 
different ways of feeling and expressing pain and understood how such feelings are 
complicated and personal. Consequently, they realized that pain cannot be treated 
in the same way for everybody. 

Resources: The initiative was promoted by the Bioforme artistic cultural association 
in collaboration with the European network of Cittadinanzattiva - Active Citizenship 
Network, the Maltese association "No Pain Foundation", and the patronage of 
Municipality 8 of the Municipality of Milan.  
The promoter of the event was Anna Kleszcz, a Polish woman who has long been 
fighting for the rights of patients suffering from chronic pain through press 
awareness campaigns, demonstrations and petitions presented in the European 
Union Parliament Hall. 
 

ANALYSIS 

Development of the good practice: The event started with a public debate held by 
nonprofit associations Cittadinanzattiva-ACN and No Pain Foundation.  The debate 
involved patient testimonies, presentation of good practices and an overview of the 
fight against chronic pain in Europe. 
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After a pause comforted by an aperitif and a buffet, the second part of the event 
was divided into 3 main alternating artistic moments, including: 
- the exhibition of pain-themed works by artists who had reflected on the theme 

of pain, expressing their personal experience through painting; 
- the poetic reading of poet, writer, theater director, and Uruguayan actor Milton 

Fernandez; 
- the concert by Rita Tekeyan. 

Obstacles: Coordination of multiple actors (Associations, Municipality of Milano, 
Editor, Artists, etc.) and a quite limited financial budget.  

Means used to overcome or remove the obstacles:  

- The financial support and expertise of our main sponsor, Anna Kleszcz; 
- Silvia’s determination to achieve the target. 

Factors enabling the process: The willingness of numerous artists to express their 
feelings and perception on pain through their art. The creation of a multicultural 
environment with artists, poets, and singers coming from different countries but 
united with the same objective, which is to feel unite and not divided because of 
pain. 

 

EVALUATION 

Reproducibility: Yes. The event was successful and can be organized again in the 
same as well as different locations. 

Innovativeness: Yes. This was the first event like this that was ever held in Italy. 
The idea of using art to raise awareness of healthcare issues is very original. 

Added value: Few attendants, suffering from chronic pains, received practical 
indications on how to approach their problem and get the right assistance. 

Appropriateness: Yes. 

 

NEXT STEPS 

Lessons learned: There is a need to reinforce the communication channels in order 
to increase the level of visibility of such initiative and create the basis for its 
replicability in other countries.  

Key takeaways: We managed to organize an event with a huge impact on social 
issues, taking advantage of different levels of communications. 
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Next steps: Export the event in other cities, if the budget allows. Find more funding. 

 

OTHER INFORMATION 

Notes:  https://www.bioforme.org/eventi/artists-against-pain-evento/  
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GOOD PRACTICE N.16: CÁTEDRA DE DOLOR INFANTIL  

 

CONTACT PERSON 

Name: Jordi  

Surname: Miró 

Organization: URV Chair in Paediatric 
Pain – Grünenthal Foundation 

Position: Director  

Country: Spain 

Country Region: Cataluña 

Email: jordi.miro@urv.cat  

Phone number: +34 977 55 81 79 
+34 977 55 80 88 

Information about Good Practice Applicant: Doctor of Psychology. Professor in the 
Psychology of Health at the Universitat Rovira i Virgili and distinguished ICREA-
Acadèmia researcher. Director of the master’s degree in General Health Psychology 
at the Universitat Rovira i Virgili. Dr. Miró is the main researcher and director of 
the URV's Unit for the Study and Treatment of Pain–ALGOS, a consolidated 
research group recognised by the autonomous government of Catalonia. He also 
coordinates the Paediatric Pain Working Group of the Spanish Society of Pain and 
the Iberoamerican Network for the Study and Treatment of Paediatric Pain. He is 
the recipient of numerous recognitions for his research into pain, including the 
recent ICREA-Acadèmia award from the autonomous government of Catalonia for 
his excellence in research, and the FUNDOLOR Award for his research career in 
the field of Paediatric Pain. He has also been recognised by the Príncipe de Girona 
Foundation for the results of his research and by Mobile World Capital Barcelona 
for his technological developments that aid the evaluation and treatment of patients 
with chronic pain.  

 

DESCRIPTION 

Title of the Good Practice: Cátedra De Dolor Infantil (“Chair of Child Pain”) 

Category: Innovation, Professional Education 
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Location: Spain 

Project Timeline: 

Start: 2015  

End: Ongoing. 

 

Stakeholders involved:  

Civic organisations: Universitat Rovira y Virgili. 

Healthcare organisations: Fundacion Gruenenthal. 

University: Universitat Rovira i Virgili (Tarragona). 

Objective:  

- To support initiatives that help raise the sensibility of professionals and the 
general population in matters pertaining to paediatric pain. 

- To provide the best health and human assistance to all those who need it. 
- To help to improve knowledge of pain and its effects on individuals. 

Outcomes and Impact on Participants:  

- Research: Fibroline; Painometer; Cognitive-behavioural therapy for children 
and adolescents with chronic pain; Post-surgical pain in children and 
adolescents; Neurofeedback on chronic pain in children and adolescents; 

- 19 publications; 
- activities: II National Day on Childhood Pain (Ministry of Health, Madrid, 

February 2nd); 
- Eliminating Childhood Pain initiative - created to raise awareness, educate and 

promote research in chronic childhood pain. We also want to help ensure that 
all children with chronic pain receive the treatment they need. 

Resources: This initiative is brought to fruition thanks to the work of the ALGOS 
research group at the Universitat Rovira i Virgili. ALGOS is a multidisciplinary group 
of clinicians and researchers interested in advancing the study of paediatric pain 
and improving its treatment. The group is recognised by the autonomous 
government of Catalonia as a consolidated research group involved in the 
investigation of pain (Ref.: 2014-SGR-963). The group analyses and evaluates the 
efficiency of several kinds of chronic pain treatments in order to help improve the 
quality of life of sufferers. 
The URV Chair in Paediatric Pain-Grünenthal Foundation was created thanks to 
the support of the Grünenthal Foundation, which stemmed both from its desire to 
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aid pain sufferers as well as its confidence in ALGOS activities and the work the 
group has conducted in the field of paediatric pain. The Grünenthal Foundation, 
which was established in the year 2000, aims to bring the reality of pain suffering 
to all interested parties. Every member of the Chair is a professional who has 
conducted applied clinical and research projects in child, adult and senior 
populations. 
 

ANALYSIS 

Development of the good practice: The Foundation's raison d'être is patient quality 
of life. This is evident in every step the Foundation takes and every initiative in 
which it participates. It is on this premise that the Foundation bases all its 
activities: research-related actions, training, the dissemination of social and 
scientific information, and formulas for eliminating or reducing the negative effects 
of pain on the lives of sufferers.  
The Chair of Child Pain Universitat Rovira i Virgili - Grünenthal Foundation has 
organized, together with the University Hospital La Paz and the Working Group of 
Child Pain of the Spanish Society of Pain (SED), the II National Day on Child Pain.  
 

EVALUATION 

Reproducibility: Yes. 

Innovativeness: Yes, it’s the first initiative of this type that is launched in Spain. 

Added value: Yes. 

Appropriateness: Yes. It is not the objective of the Chair to conduct research and 
acquire knowledge just for the sake of it. Our aim -our desire and our commitment- 
is to help improve the quality of life of young people and their families. The research 
conducted at the university can be useful for doctors, experts, and professional to 
acquire deeper knowledge on childhood pain and consequently provide better 
treatments to suffering children. The 2 National Day on Childhood Pain was created 
to raise awareness about the issue not only in Spain but also in the rest of 
Europe/the world so that similar initiatives can be developed. 

 

 

 

 

96



NEXT STEPS 

Lessons learned: Scientific or any other type of progress depends to a large extent 
on sharing experiences and knowledge. The greatest advances in the study and 
treatment of pain are the result of collaboration between multiple agents and 
players. 

Key takeaways: As the motto that guides our actions says, “improving the quality 
of life of children suffering from chronic pain is possible.” 

 

OTHER INFORMATION 

Notes: The slogan of the URV Chair in Paediatric Pain-Grünenthal Foundation is 
“investigating, sharing, improving”. 

Link: http://www.dolor-infantil.catedra.urv.cat/qui-som/missio/en_index/ 
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GOOD PRACTICE N.17: IN EVERY DISABILITY, THERE IS AN 
ABILITY 

 

CONTACT PERSON 

Name: Simon 

Surname: Stones 

Organization: European Network of 
Fibromyalgia Associations (ENFA) 

Position: Treasurer 

Country: United Kingdom  

Country Region: England 

Email: Simon.Stones@fmauk.org  

Phone number: +44 7761058920 

Information about Good Practice Applicant: Simon Stones is an award-winning 
patient leader, advocate, speaker and consultant, who is also the Treasurer of 
ENFA. Simon was a speaker at this project event, and he was responsible for 
coordinating the project report and conference abstract. The project was co-led by 
ENFA President Souzi Makri and President of ME, CFS & Fibromyalgia Alliance 
Malta, Ruth Debono. 

 

DESCRIPTION 

Title of the Good Practice: In every disability, there is an ability: A joint 
conference  

Category: Empowerment 

 

Location: Valletta/Attard, Malta (plus European delegates) 

Project Timeline: 

Start: October 2017 

End: June 2018 
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Stakeholders involved:  

Civic organisations: European Network of Fibromyalgia Associations (ENFA); ME, 
CFS & Fibromyalgia Alliance Malta. 

Health professionals: Nurses, Consultant Rheumatologists, Researchers. 

Other: The Office of the President of Malta; The Parliament of Malta. 

Objective: Fibromyalgia is a long-term condition characterised by widespread 
debilitating pain, among other symptoms. With a prevalence of around 2%, as 
many as 15 million Europeans may be affected by fibromyalgia, which does not 
discriminate by age. However, there are widespread deficiencies in awareness 
across Europe, particularly with regards to engaging employers and policy makers 
in understanding the capacity of people with fibromyalgia to work and contribute 
to society. The aim of this initiative was to inform and empower European 
fibromyalgia associations, by providing them with the opportunity to meet 
international colleagues and to discuss fibromyalgia-related priorities. The initiative 
also aimed to educate politicians about the challenges faced by people with 
fibromyalgia. 

Outcomes and Impact on Participants: The parliamentary session featured a variety 
of speakers with professional and lived experience of fibromyalgia. Working 
conditions were discussed, prompting a shift in conventional thinking about 
working needs, by placing an emphasis on capacity, not incapacity. Unfortunately, 
despite examples of national equality legislation, it is not necessarily enforced, 
leaving people with fibromyalgia without the respect and equal opportunities they 
are entitled to. A range of unmet needs and priorities were discussed, including the 
need for early intervention, individualised care, joined-up provisions, alternative 
therapies, tailored education, and a focus on seldom-heard groups in society, such 
as men with fibromyalgia. The physical and psychosocial dimensions of 
fibromyalgia were discussed, with an emphasis on understanding contextual factors 
such as personality, and how these can influence people’s coping mechanisms. 
Through discussions with multiple stakeholders, including policy makers, this 
initiative provided an opportunity for priorities to be discussed on a national and 
international level, with a focus on how strategies to improve the health and 
wellbeing of people with fibromyalgia could influence people’s ability to work, with 
appropriate intervention from health, education and work professionals, as well as 
policy makers.  

Resources: The conference was organised between the Maltese patient 
organisation and ENFA. After a previous event in Malta, the President of Malta 
extended an invitation to ENFA to host a future conference at the official 
Presidential Palace and with the Parliament of Malta. Both organisations were 
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responsible for identifying speakers and drafting the conference program. ENFA's 
board was responsible for liaising with members regarding flights, accommodation 
and the reimbursement of expenses. The event was financed by ENFA, with 
contributions made in kind by the President of Malta. 

 

ANALYSIS 

Development of the good practice: Coinciding with International Fibromyalgia 
Awareness Day in May 2018, the European Network of Fibromyalgia Associations 
(ENFA) and the ME, CFS & Fibromyalgia Alliance Malta organised a two-day 
program under the distinguished patronage of the President of Malta. The program, 
titled “In every disability, there is an ability”, provided a platform for different 
stakeholders to meet, learn and reflect, commencing with a parliamentary session 
at Parliament Ta’ Malta, followed by a formal session convened at the Presidential 
Palace. 

Means used to overcome or remove the obstacles: Early planning strategies, 
including an adequate number of teleconference meetings to prepare in advance. 
Building in additional planning time to account for illness and competing priorities, 
given that the organisers were volunteers. Clear, open and transparent 
communication between all individuals involved. Allocation of a budget that has 
been considered in light of projected meeting costs, travel and other 
reimbursements. 

Factors enabling the process: A shared vision, agreed operating procedures from 
the outset, and collaborative working mechanisms. 

 

EVALUATION 

Reproducibility: This could be reproduced quite easily elsewhere, across different 
condition areas and other factors. The key drivers for this include establishing good 
partnerships well in advance of the project, agreeing on a shared vision/goal, early 
planning, and regular, open communication from early planning to the event itself 
and subsequent evaluation. 

Innovativeness: This unique event brought together a variety of people, from patient 
organisations to healthcare professionals, researchers, pan-European networks and 
policy makers to learn and discuss about fibromyalgia. With official hosting from 
the President of Malta, this facilitated the presence of the event within Parliament 
and across the country, attracting media attention as a key leverage to raising 
awareness and empowering people. 
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Added value: The good practice provided some key outputs to inform future 
national and international work, including research priorities such as mapping 
personality traits and people's coping mechanisms, and a focus on seldom-heard 
groups in society such as young people and men with fibromyalgia. 

Appropriateness: The good practice enabled fibromyalgia to be discussed on a 
prominent level within Malta, which attracted national and international attention. 
The project was designed to meet the needs of a variety of stakeholders, segmented 
across two days relevant for patient organisations and policy makers in Parliament, 
and then patient organisations, individual patients/carers and professionals within 
the Parliamentary Palace session. 

 

NEXT STEPS 

Lessons learned: Identify your aims and objectives early on, ensuring that budget 
and resources available can meet your needs. If necessary, identify other 
appropriate funding streams. Establish very clear, open communications from the 
outset, involving relevant stakeholders in the planning process. Formulate agreed 
terms of working, building in flexibility for the organisation, accounting for the 
nature that most people are voluntary in their roles, and are also coping with 
chronic illness. Identify relevant and engaging speakers and support them in the 
development of their sessions to meet the aims and objectives already outlined. 
Finally, build in evaluation mechanisms from the outset, so as to assess impact 
and influence future activities. 

Key takeaways: International activities on a shared topic promote learning, 
discussion and empowerment across nations with different experiences but a 
shared goal and vision. Partnering with official organisations with political leverage 
can enable a greater focus to be had on a topic or project. 

Next steps:  

- Discuss the outcomes; 
- ENFA’s informed activities, 

such as a focus on sharing best 
practices and reaching out to 
seldom-heard groups.  
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GOOD PRACTICE N.18: RECOMENDACIONES DE EJERCICIO FÍSICO 
EN ENFERMOS CON FM, SFC Y SQM 

 

CONTACT PERSON 

Name: Marisol 

Surname: Morales Cañas 

Organization: Red Española FM, SFQ, 
SQM 

Position: Chairwoman 

Country: Spain 

Country Region: Galicia 

Email: marisol4649b@gmail.com 
redespdolorssc@gmail.com  

Phone number: +34 698186741 

Information about Good Practice Applicant: Marisol Morales Cañas is the President 
of the Red Española de enfermos de Fibromialgia, Síndrome de Fatiga Crónica y 
Sensibilidad Química Múltiple (Spanish Network of Fibromyalgia, Chronic Fatigue 
Syndrome and Multiple Chemical Sensitivity). 

 

DESCRIPTION 

Title of the Good Practice: Recomendaciones de ejercicio físico en enfermos con 
FM, SFC y SQM (“Recommendations on physical activity for patients with FM 
and CFS”)  

Category: Clinical practices; Professional education. 

 

Location: A Coruña, Galicia. 

Project Timeline: 

Start: May 2019 

End: December 2019.  
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Stakeholders involved:  

Civic organisations: Red Española de enfermos de Fibromialgia, Síndrome de Fatiga 
Crónica y Sensibilidad Química Múltiple. 

Healthcare organisations: Red Española de enfermos de Fibromialgia, Síndrome de 
Fatiga Crónica y Sensibilidad Química Múltiple. 

Health professionals: Pilar Neira Martínez: soccer coach; Ana Lago Neira: physical 
education teacher; Laura Veira Álvarez: nurse. 

Objective:  

- To raise awareness among patients with fibromyalgia and chronic fatigue 
syndrome, public and health institutions, and the society, of the benefits of 
regular physical activity adapted to these patients to improve their health and 
quality of life. 

- To Involve public and private institutions in the development of activities that 
increase the well-bring of these patients. 

Outcomes and Impact on Participants: Improvement in the health and quality of 
life of FM and CFS sufferers thanks to the benefits that the practice of tailored 
physical activity involves.  Among the different benefits brought by proper physical 
exercises, we find:  
- Increase in strength, flexibility, resistance, balance and postural control. 
- Increase in sleep quality, reduction of fatigue and chronic pain.  
- Improvement of cardiorespiratory function.  
- Positive effects on mood, decreasing anxiety and depression.  
- Maintenance of an adequate weight.  
- Prevention of osteoporosis. 
- Improvements in the quality of life, thus increasing the performance in the 

activities of daily life. 

Resources: The aim is to achieve the participation of public and private institutions 
in the organization of exclusive activities tailored to these groups, so to have a 
significant amount of funds to dedicate to the realization of this project. 

 

ANALYSIS 

Development of the good practice: With the collaboration of public and private 
institutions, we organize physical activity sessions adapted to FM and CFS sufferers 
to subsequently evaluate the impact of these exercises on the health and quality of 
life of these patients. 
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The type of exercises may vary for each person, as they will depend on one’s 
personal preferences as well as the real possibilities to carry out a certain activity. 
There is no need to perform special exercises, but rather simple movements such 
as walking at a good pace, jogging, spinning, dancing, swimming or doing any 
sport that one likes. However, there are activities that have been shown to offer 
immediate pain relief after execution, such as Tai-chi or aquatic programs in heated 
swimming pools, and these can be useful in the early stages.  
Premature muscle fatigue and intolerance to various types of exercise represent a 
frequent symptom of FM. It is important to know that, at the beginning of a physical 
program, the pain can increase, but it should return to its baseline in a few weeks. 
In order to guarantee a certain level of tolerance of the activities, the intensity, 
frequency and duration of the sessions must be individually combined. The initial 
intensity must be lower than that recommended for the general population, since 
otherwise the number of dropouts would be very high. Subsequently, the intensity 
should increase until it reaches a moderate level. If the tolerance is low, the 
frequency of the sessions should be increased and their duration reduced, in order 
to progressively lengthen them. 

Means used to overcome or remove the obstacles: Currently the Spanish Network 
of patients with Fibromyalgia, Chronic Fatigue Syndrome and Multiple Chemical 
Sensitivity is in contact with the current government of the City of A Coruña to 
receive the transfer of sites and qualified personnel for the performance of these 
activities. We are also talking to the political parties of the Parliament of Galicia 
(Spain) to get a proposal to develop a unified protocol for action in favor of these 
patients.  

Factors enabling the process: For now, it seems that there is a good predisposition 
of the political parties represented in the Parliament of Galicia to support the 
initiative we have presented. 

 

EVALUATION 

Reproducibility: Yes. Similar programs can be carried out and disseminated in 
Spain as well as in other countries, either providing innovative exercises and 
recommendations or providing similar suggestions and activities for patients 
suffering other chronic diseases. 

Innovativeness: Yes. It is best to carry out physical activity in a natural or 
community environment, away from the strictly necessary or medicalized 
environment. The individualized programs with personal trainer have not shown to 
be better compared the group treatments. Most patient associations collaborate 
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with public entities to encourage the practice of physical exercise in patients with 
FM, constituting a useful approach for the care and maintenance of these patients.  

Added value: Yes. The program presents an alternative to pharmaceutical cures. 
Instead of offering other medical solutions, the program analyzes and explain the 
benefits of physical activity and how this can actually become a way to improve 
patients' daily life. 

Appropriateness: Yes. 

 

NEXT STEPS 

Lessons learned: As many studies have already proved, we have demonstrated that 
the practice of physical exercise in people with FM and CFS has numerous benefits 
and only few side effects, as long as it is an activity tailored to the patient and 
guided by qualified personnel. 

Key takeaways: The key and indispensable aspect to take away from this project 
is the importance of cooperating with public and/or private institutions, as well as 
the assignment of premises and recruitment of qualified personnel in the 
performance of these activities. 

 

OTHER INFORMATION 

Notes: Besides a general explanation about the importance of physical activities, 
the program also contains 14 specific recommendations about how to properly 
carry out physical exercises:  
- The exercises must be individualized.  
- The exercises should be practiced on a regular basis; they should be soft 

movements and at first it is suggested to start slowly. 
- It is completely normal that the pain may impede some movements at the 

beginning. 
- Never give up even if the pain persists, because it takes a while to notice the 

improvements. 
- It is important that the exercise is pleasant.  
- If it is possible to exercise in company, then it is more entertaining/engaging.  
- Combine aerobic exercises with stretching, either on the same day or 

alternating. 
- Start training with exercises such as walking or swimming.  
- After finishing, rest for at least 30 minutes.  
- Avoid long periods of sitting or lying down. 
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- Avoid exercising early in the morning and late in the evening. 
- Do not forget to drink water to hydrate when exercising. 
- Wear appropriate clothing and footwear.  
- Consult your family doctor or sport professionals to choose the exercises that 

best suit your conditions. 

 

Links:  

- http://www.parcdesalutmar.cat/fibromialgia/es_definicio_fibromialgia_p.html   
https://www.mayoclinic.org/es-es/diseases-conditions/chronic-fatigue -
syndrome / symptoms-causes / syc-20360490 
http://aquas.gencat.cat/web/.content/minisite/aquas/publicacions/2017/evalu
acion_fibromialgia_SFC_aquas2017es.pdf  

- https://www.sfcsqm.com/sqm-ques 
- https://www.juntadeandalucia.es/export/drupaljda/guia_fibromialgia.pdf 

http://publicaciones.san.gva.es/publicaciones/documentos/APF.pdf 
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GOOD PRACTICE N.19: GUIDE FOR JOURNALISTS: 
UNDERSTANDING PAIN 

 

CONTACT PERSON 

Name: Beatriz 

Surname: Peñalba 

Organization: Grünenthal Foundation 

Position: Communication Department 

Country: Spain 

Country Region: Madrid 

Email: 
beatriz.penalba@grunenthal.com  

Phone number: +34 913019300 

Information about Good Practice Applicant: Responsible for the internal and 
external communication of the activities carried out by the Grünenthal Foundation 
in Spain. 

 

DESCRIPTION 

Title of the Good Practice: Guide for journalists: Understanding pain 

Category: Empowerment; Professional education. 

 

Location: Madrid, Spain 

Project Timeline: 

Start: April 2009 

End: January 2010 
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Stakeholders involved:  

Civic organisations: Spanish Grünenthal Foundation. 

Healthcare organisations: National Association of Journalists Specialized in Health 
Issues (ANIS). 

Health professionals: National Association of Journalists Specialized in Health 
Issues (ANIS). 

Other: Dr. Manuel Rodríguez. 

Objective: This guide aimed at journalists has the objective of transmitting the most 
important concepts about pain and its impact on sufferers in an informative and 
practical way. In this manual, journalists specialized in health issues will find a 
consultation tool to solve all their doubts about pain: what it is, how and where 
manage it, what is its prevalence, as well as its psychological, social and economic 
consequences. 

Outcomes and Impact on Participants: This project is a demonstration of the 
Spanish Grünenthal Foundation’s commitment to society. The guide opened a new 
path towards journalists, offering the tools to help them in their work so they can 
inform citizens in a rigorous and responsible way. 

Resources: Human and financial resources. Experts support. 

 

ANALYSIS 

Development of the good practice: Developed by the Grünenthal Foundation. We 
relied on the help of the renowned physician Dr. Manuel Rodríguez and the support 
of the National Association of Journalists Specialized in Health Issues (ANIS). We 
organized a Press Conference to present this Guide and, with the help of this 
association, we send a copy of this guide to each of the journalist member of ANIS. 

Means used to overcome or remove the obstacles: Time and hard work. 

Factors enabling the process: Since 2009, every year we have also organized a 
Journalists Award for articles about pain and, this year, the jury formed by 
physicians, journalists and patients highlighted the truthfulness and accuracy of 
the information of the articles presented to these awards. This is an example of 
how this tool can improve the content of articles about pain. This guide is a 
wonderful source for journalists. 
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EVALUATION 

Reproducibility: Of course. It can be reproduced in other countries. 

Innovativeness: Yes, we think so. It was the first time there was something like this 
in Spain about pain. It was the first guide about pain aimed at journalists and we 
are working now in a re-edition with current data. 

Added value: Yes, we think so. This guide is a tool to improve the information that 
journalists can build about pain and its negative impact with rigorous data. 

Appropriateness: Yes, we believe so. 

 

NEXT STEPS 

Lessons learned: Importance to find the perfect expert about pain in order to find 
the best data and information for journalists. Importance to find the support of the 
journalists’ association. 

Key takeaways: It is a guide aimed at journalists that has the objective of 
transmitting the most important concepts about pain and its impact on who suffers 
from it. This is a tool that offers to journalists a rigorous source to help them in 
their work so that they can inform citizens in a rigorous and responsible way. 

Next steps: We are working on a new edition. 

 

OTHER INFORMATION 

Notes: Due to the success of this guide, we 
are working on a new edition of this guide to 
offer current renewed data and information 
about pain and its impact. 
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GOOD PRACTICE N.20: PSYCHOTROPIC DRUGS AND DRIVING 

 

CONTACT PERSON 

Name: Luca 

Surname: Miceli 

Organization: Centro di Riferimento 
Oncologico - IRCCS CRO di Aviano 
(PN) 

Position: Chief of Pain Medicine 

Country: Italy 

Country Region: Friuli-Venezia Giulia 

Email: luca.miceli@cro.it  

Phone number: +39 3474507997 

Information about Good Practice Applicant: Luca Miceli MD and Rym Bednarova 
MD, project leaders of “Psychotropic Drugs and Driving: The Need for A 
Harmonisation of European Policies Concerning Their Medical Use by Drivers”, are 
two Italian pain doctors with experience in general health management, pain 
management, health technology assessment, medical APPs software, and citizen 
empowerment. They have studied the scientific issue of “opioids and driving” and 
they have published some papers in scientific international journals on this topic. 
They work in two public hospitals and they teach at the University of Padua in their 
free time. One of their objectives is to ensure that, with concerns to the issue of 
driving while taking psychotropic drugs, the rights of all patients are respected in 
every country. 

 

DESCRIPTION 

Title of the Good Practice: Psychotropic Drugs and Driving: The Need for a 
Harmonisation of European Policies Concerning Their Medical Use by Drivers 

Category: Empowerment; Innovation; Clinical practices; Professional education. 

 

Location: Friuli-Venezia Giulia, Italy. 
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Project Timeline: 

Start: September 2018 

End: December 2020. 

 

Stakeholders involved:  

Civic organisations: Patients IRCCS CRO di Aviano. 

Healthcare organisations: C AAS 2 "Bassa Friulana - Isontina" FVG Region; AAS 5 
"Friuli Occidentale" FVG Region; IRCCS CRO di Aviano, FVG Region.  

Health professionals: Pain doctors, medical doctors, general practitioners, etc. 

University: University of Udine, Italy.  

Other: The police.  

Objective: The aim of this good practice is to inform patients, citizens and all 
stakeholders about their rights when they drive while taking psychotropic drugs. 
The European Directive 126/2006 guarantees the possibility of driving the car 
while taking psychotropic drugs if the drug doesn’t affect the driving abilities of the 
driver. Unfortunately, some countries haven’t enforced this general law and citizens 
are unfairly discriminated, such as in some Eastern European countries. In Italy, 
the law allows these patients to drive only in case of lack of psychophysical 
impairment, yet the impairment evaluation in not well defined. Psychotropic drugs 
are widely prescribed in Italy and in Europe, and about 20% of citizens will take 
one of these drugs (mostly opioids, benzodiazepine) at some point in their life. We 
made a specific paper for all patients of our hospitals, with medical and legal 
considerations simply written and well explained, and we gave this paper to the 
patients during medical visits. We started a series of public conferences too, aimed 
to the citizens, the police, medical doctors, and lawyers. 

Outcomes and Impact on Participants: The patients who read our brief paper are 
empowered, as they improve their knowledge on this theme, and they are more 
motivated to take the prescribed drugs. Drug compliance growth is one of our main 
objective and achievement.  
Also, the possibility to travel freely (for holidays, for work or for other reasons) for 
people taking these drugs is the second aim. In this regard, we have developed a 
free APP able to measure the visual and auditory reflexes of the citizens before they 
start driving. This APP (named “SafeDrive”) is a free tool available in four different 
languages (Italian, English, French, German) and it is potentially able to increase 
road safety in all European countries. 
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Resources: The project requires medical experience in the prescription and 
management of psychotropic drugs, high communication skills, simply and 
effective sheets to be given to the patients when prescribing these drugs, interaction 
with the police and the European Parliament to harmonize the law in the countries 
that haven’t applied the 126/2006 European Directive. A multi-language 
website/APP with useful information about this issue and the evolution of our APP 
can empower European citizens, reduce car crashes and increase patient’s drug 
compliance.  

 

ANALYSIS 

Development of the good practice: 

- The first step was to create a small but complete leaflet including a brief 
examination of the “drugs and driving” issue with clinical and legal 
considerations. This leaflet was written together with patients’ contribution.  

- The second step (ongoing in these months) consists in the dissemination of 
this leaflet in the public hospitals of Friuli-Venezia Giulia, particularly in 
those involved. 

- The third step is to disseminate this leaflet to all general practitioners in 
Friuli-Venezia Giulia, result accomplished with an ECM (continuous 
education in medicine) event for pain handler general practitioners in the 
FVG region.  

- The fourth step will be to enforce a regional endorsement of this practice 
(ongoing in these months). 

At the same time, we have developed a free APP, able to measure the visual and 
auditory reflexes of the citizens before driving. 

Means used to overcome or remove the obstacles: Communication with the help 
of the citizens, since the “drugs and driving” theme is a wide issue involving 
approximately 20% of European citizens. 

Factors enabling the process: The transverse nature of this theme (the car driving) 
can enable the process and can catalyse the attention of different stakeholders 
(patients, citizens, health personnel, policy makers in Italy and in Europe). 

 

EVALUATION 

Reproducibility: Yes. The “drugs and driving” pathway (leaflet and APP) can be 
disseminated in all European countries, since this issue and the European Directive 
2006/126/EC concern all European citizens. The APP is available both for iOS and 
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Android devices and in a range of different languages (Italian, Deutsch, French, 
English). 

Innovativeness: Yes. This good practice is innovative as it links an innovative 
technological tool (the mobile free APP) with conventional communication (the 
leaflets) in orders to reach and empower European citizens of all ages. 

Added value: The good practice can empower all European citizens on a very 
important issue, namely the driving and drugs therapy (legal drugs).  The good 
practice can link citizens, patients and the police in a virtuous cooperation. 

Appropriateness: The good practice helps manage an important theme of forensic 
medicine, namely “drugs and driving”. 

 

NEXT STEPS 

Lessons learned: Despite the presence of a specific European Directive 
(126/2006), none of the European countries have dealt with this theme 
appropriately, and the directive has been disregarded in several European 
countries. Consequently, citizens don’t witness an equal interpretation of this 
directive. 

Key takeaways:  

- European citizens can drive their car while undergoing drug therapy if their 
clinical conditions are suitable (European Directive 126/2006).  

- In several European countries, this right is disregarded. 

Next steps:  

- Empower all European citizens involved in this issue.  
- Cooperate with the Police at a European level in order to harmonize “on the 

road” behaviours. 

 

OTHER INFORMATION 

Notes: The APP link is:  

https://play.google.com/store/apps/details?id=it.tbg.safedrive&hl=it 
https://itunes.apple.com/it/app/safedrive/id760942885?mt=8   
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GOOD PRACTICE N.21: THE BRAIN, MIND, AND PAIN PATIENT-
CENTRED INNOVATION GRANT 

 

CONTACT PERSON 

Name: Anca 

Surname: Pop 

Organization: Pain Alliance Europe 

Position: Project support 

Country: Belgium 

Email: pop-anca@hotmail.com  

Phone number: +32 26600501 

Information about Good Practice Applicant: The Brain, Mind, and Pain Patient-
Centred Innovation Grant is one of the core projects of Pain Alliance Europe. Anca 
Pop has been named the main point of contact of the BMP Grant Secretariat and 
is responsible for the development and implementation of the grant project. Anca 
Pop is in charge of Public Affairs, Communication and Events for Pain Alliance 
Europe and, together with the Steering Committee, she manages the BMP Grant 
since its inaugural edition. 

 

DESCRIPTION 

Title of the Good Practice: The Brain, Mind, and Pain Patient-Centred Innovation 
Grant  

Category: Empowerment; Innovation. 

 

Location: Diegem (Brussels), Belgium.  

Project Timeline: 

Start: September 2017 

End: June 2018 – yet ongoing through a follow up of the first edition and the 
preparation of a second one. 
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Stakeholders involved:  

Civic organisations: European Federation of Neurological Associations EFNA – 
partner (patient org.). 

Healthcare organisations: Chu European Academy of Neurology EAN, partner. 

Health professionals: European Pain Federation EFIC, partner. 

Other: Grünenthal GmbH - partner. 

Objective: Pain Alliance Europe’s activities on advocacy for chronic pain have 
created strong relationships with peer organisations which actively sustain the 
cause of chronic pain patients. Starting with the objectives defined in the 
development of the MEPs’ Interest Group on Brain, Mind, and Pain in the European 
Parliament, the idea was born to further promote the interests of the patients by 
creating a grant which addresses their needs. This idea found an echo in the 
importance that industry partner Grünenthal gives to the assessment of the needs 
and challenges related to care and to patient-centricity. The Brain, Mind, and Pain 
(BMP) Patient-Centred Innovation Grant was created, on an initiative of Pain 
Alliance Europe supported by Grünenthal, 
- to identify, stimulate and encourage patient-centric and scientifically robust 

innovation in the area of chronic pain and neurological disorders; 
- to stimulate research and access to innovative treatments; 
- to promote prevention and self-management approaches; 
- to decrease stigma; and  
- to work together to improve quality of life for people living with these disabling 

conditions.  
The Brain, Mind, and Pain Patient-Centred Innovation Grant aims to create an 
environment where patient centricity is the basis for future initiatives. This will 
implicitly contribute to creating a sense of innovation, with a direct impact on 
patients’ needs, and towards increasing awareness of chronic pain conditions and 
neurological disorders. 

Outcomes and Impact on Participants: The Brain, Mind, and Pain Patient-Centred 
Innovation Grant has set a precedent for patient empowerment. Having 19 
participant projects from 8 European countries in its first edition, the Grant creates 
an opportunity not only for the winner project(s) but also for all the participants to 
showcase their innovative project proposals within a concerned community. By 
simplifying the application process and keeping the requirements within largely 
understandable guidelines in order to avoid setting any language or community 
barriers to the application process, we have ensured the participation of smaller 
community groups or patient organisations, who do not benefit of important 
resources but who have innovative, valuable ideas that bring value to their 
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community. With the first edition, three winner organisations could benefit from 
funding in order to concretize projects, which involve patients in their creation, 
development and as beneficiaries of the project's outcome. 

Resources: The initiative has been concretised with the following resources:  
- Funding partner – Grunenthal GmbH has joined this initiative, by providing the 

financial resources for the funds of the grant and logistic needs; 
- Human resources 

o The Steering Committee – concerned partners were identified in order 
to join the Steering Committee of the BMP Grant. The Steering 
Committee is in charge of establishing the main guidelines of the grant 
project, choosing each edition’s theme, and validating the content 
created by the Secretariat of the Grant; 

o Secretariat of the BMP Grant – The Secretariat has its main 
headquarters at the PAE main office and is in charge of the project 
management; 

o The Jury – identified among personalities involved with patient 
activities or patient themselves, the Jury members ensure that the 
requirements set in the grant’s documentation for application and 
evaluation of the projects are met by candidates, focusing at all times 
on the patient-centric aspects as defined in the BMP Grant 
documents; 

o The Scientific partners – represented by The European Pain Federation 
EFIC, the community of healthcare professionals joined our project in 
order to provide support in the evaluation of scientific projects; 

o The Academic partners represented by the European Academy of 
Neurology EAN, this community assures the backup of the scientific 
partners when it comes to scientific evaluation.  

- Logistics: we created a BMP Grant dedicated website; we used internet-based 
tools. 

 

ANALYSIS 

Development of the good practice: The BMP Grant is managed by a Steering 
Committee and a Secretariat. The Steering Committee reunites partner 
organisations, representatives of healthcare professionals, peer patient 
organisations and of the scientific community and is led by patients and backed up 
by industry support. This committee makes sure that each edition of the grant 
addresses one of the work streams established by the initial objectives of the grant 
project, and that scientific approach and methodologies are used in the 
management of the grant and in the evaluations of the candidate projects. The 
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Brain, Mind and Pain Grant jury members – patients themselves - have evaluated 
the sustainability and the long-term impact of the solutions proposed by applicants 
and appreciate the overall remarkable quality of the projects. The Secretariat 
creates the environment for the BMP Grant's activities to take place – its 
responsibilities may be described as following:  
- preparation of documentation of the Grant for each edition; 
- organise Steering Committee meetings; 
- preparation of the application process; 
- ensure permanent feedback for the candidates; 
- marketing & communication operations;  
- selection of the Jury; 
- creating Jury documentation; 
- organise Jury meetings & communication. 

Means used to overcome or remove the obstacles: Flexibility and communication 
were the assets we used to overcome the human resource management's limits. 
The evaluation process has been organised through individual evaluation sessions 
which allowed the jury members a maximum of flexibility in the management of 
their time and schedule. Remote online meetings were replaced when necessary 
with face-to-face meetings during the evaluation period. 

Factors enabling the process: The existence of internet-based solutions for the 
implementation of the project, some of them free of charge, reduced significantly 
the logistics' costs. 

 

EVALUATION 

Reproducibility: The principle standing at the centre of the BMP Grant has a high 
degree of reproducibility. No matter the conditions or the environment one would 
create a similar initiative in, keeping the patient in the centre of all processes is a 
task relatively easy to implement. However, in order to maintain the accuracy of 
this approach, a new initiative needs to make sure that patients are represented at 
all possible levels, and during the whole duration of the project.  

Innovativeness: The innovative approach in this project consists of the patient-
centric approach at all levels. In accordance with PAE's mission, the Brain, Mind, 
and Pain Patient-Centred Innovation Grant strives to bring the spotlight on the 
patient and its needs, the impact it makes on society and the impact it receives 
back. The BMP Grant realises this by introducing the patient as the initiator, the 
decision-maker, the evaluator, the stakeholder, the project consortium component 
and ultimately - the beneficiary. At the same time, the initiators and managers of 
the project have made sure that the innovative character is a requirement of the 
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candidate projects. Indeed, the innovative character has a large weight in the 
evaluation procedure, the Jury being requested to evaluate if each participant 
project brings new data, a new approach, a new solution or a new applicability of 
existing solutions. 

Added value: The nature of the project allowed involving policy decision-maker 
representatives in the process, the project thus becoming a new tool in the creation 
of awareness among officials for chronic pain and patient needs. The project's first 
edition continues to create awareness until the start of the future edition, as the 
winner projects report on their development and realisation of milestones. Each 
communication gives the opportunity of creating news on the topic of the central 
role of the patient in the healing process management. All communication channels 
are used to spread the news on the making of the innovative solutions selected by 
the patients. 

Appropriateness: The project has been initiated based on a real understanding of 
the needs in pain management. Patient empowerment is a win-win solution which 
will lead in the long run towards a better understanding of patient's needs by 
healthcare practitioners and other stakeholders, by society in general. 

 

NEXT STEPS 

Lessons learned: Keeping project communication accessible to all categories is 
important in such a project. Requirements should be expressed in short phrases, 
to avoid misunderstandings or lack of clarity. Using internet-based services for 
running the project and its communication provides low-cost and reliable solutions. 

Key takeaways: Patient-centricity may be a new idea, but it is also a necessity 
nowadays, and more and more stakeholders in the healthcare sector have 
acknowledged it, some integrating this feature in their work by creating dedicated 
departments, by involving patients in their projects, by listening to the patients with 
an open mind and creating responses adapted to their needs. The BMP Grant 
creates, along with the possibility for the awarded project to produce innovative 
solutions which improve the quality of life for the chronic pain and neurological 
conditions patients - the awareness for the role patients need to be given in the 
care process. 

Next steps: With the gained experience, the Brain, Mind, and Pain Patient-Centred 
Innovation Grant is now preparing for a second edition. We expect to enlarge the 
number of participants and broaden our audience by capitalizing on the success of 
the first edition and the lessons learned. 
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OTHER INFORMATION 

Notes:  

- Website of the project: www.bmp-grant.eu  
- Twitter: @bmp_grant 
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GOOD PRACTICE N.21: ESCUELA INTERNACIONAL PARA 
FAMILIARES Y PACIENTES CON DOLOR 

 

CONTACT PERSON 

Name: Gemma 

Surname: Fernandez Bosch 

Organization: Asociación Española de 
Pacientes Contra el Dolor 

Position: President 

Country: Spain 

Country Region: Menorca 

Email: 
gemmafernandezbosch@gmail.com  

Phone number: 696620934 

Information about Good Practice Applicant: My name is Gemma Fernández. I 
represent the Spanish Association of patients against pain (APDOL). Our job is to 
fight pain, starting from the fact that 20 percent of the world's population suffers. 

 

DESCRIPTION 

Title of the Good Practice: Escuela Internacional para Familiares y Pacientes con 
Dolor (“International School for Families and Patients with Pain”) 

Category: Empowerment; Innovation; Professional education. 

 

Location: Menorca  

Project Timeline: 

Start: 19 November 2018 

End: 19 November 2018 
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Stakeholders involved:  

Civic organisations: Asociación Española de pacientes contra el dolor – APDOL.  

Healthcare organisations: We have the support of Hospital Mateu Orfila, Menorca. 

Objective: The main objective of this event is to bring doctors closer to patients. 
This is a day of short lectures in which the doctors explain, through an easy, 
popular language, the details of a specific topic directly related to the treatment of 
chronic pain and the consequent improvement of the quality of life of suffering 
people. The interventions of these professionals aim to foster interaction with the 
audience so that they can provide answers and solve doubts. Many prestigious 
doctors committed to the treatment of chronic persistent pain, both at the national 
and international level, participate in this event, which is held every year on the 
island of Menorca, Spain.  

Outcomes and Impact on Participants: This practice brings benefits mainly to the 
patients. “Solve your doubts, understand your ailment”. Doctors help patients to 
understand their disease and offer solutions to the problems by using a clear 
language and by directly interacting with them. The patients or the relatives of the 
patient have thanked us for such initiative multiple times, asserting that “now they 
really understand the pain and its effects.” 

Resources: First of all, we need the speakers, who come from different places of 
Spain. Their participation represents a cost since they have to come by plane and 
need a place to stay. Second, we needed a conference room. For this reason, local 
institutions help us by making available their halls in the town hall. These rooms 
are equipped with everything one needs, including computers, microphones, etc. 
To publicize and make people aware of this initiative, we used various means of 
communication available on the island, such as the radio, newspapers, 
advertisements.  Also, social networks like Facebook and Twitter were employed 
to reach as many people as possible. 

 

ANALYSIS 

Development of the good practice: First of all, we need to find the speakers and 
the topics to be discussed. Once we have confirmed the speakers, we look for 
flights and hotel for all of them. Then, we look for the event room. When we have 
the topics, the speakers and the place we need the public, which is the most 
important thing to turn the initiative into a success. To disseminate the news of our 
“school”, we contacted the media to have them announce and inform the 
population. For several weeks, we took part in a radio program through which we 
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informed and explained everything related to the event. Meanwhile, it was 
advertised and reported on social media. 

Factors enabling the process: The active participation and good response of the 
public attending the event. 

 

EVALUATION 

Reproducibility: This good practice can be moved to a different place as far as the 
speakers and the organizers are present.  

Innovativeness: Our activity provides different solutions for patients, yet innovation 
is not possible in this case.  

Added value: The value of this practice is represented by the continuous fight 
against pain. 

Appropriateness: Yes. 

 

NEXT STEPS 

Lessons learned: We encourage people to put suggestions into practice, but it is 
very important that the speakers are very clear in their exhibitions. The doctor-
patient interaction is the most important thing.  

Key takeaways: The importance of the fight against pain and of the fact that both 
the family members and the patients themselves have to understand the illness in 
order to improve the treatments and consequently their quality of life. 
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GOOD PRACTICE N.23: ESCOLA PARA PESSOAS COM DOR 

 

CONTACT PERSON 

Name: José Manuel 

Surname: Castro-Lopes 

Organization: Faculty of Medicine - 
University of Porto 

Position: Full Professor  

Country: Portugal 

Country Region: Porto 

Email: jclopes@med.up.pt  

Phone number: (+351) 225513600  

Information about Good Practice Applicant: José M. Castro-Lopes, the project 
leader, received his MD and PhD from the Faculty of Medicine of the University of 
Porto (FMUP). Currently, he is full professor and chair of Pain Medicine at the 
FMUP, President of the National Observatory for Pain – NOPain, and Pro-Rector 
of the University of Porto, where he is responsible for Health and Wellbeing, 
Students’ Social Support and Support for Students with Special Educational Needs. 

DESCRIPTION 

Title of the Good Practice: Escola Para Pessoas com Dor (“School for People in 
Pain”) 

Category: Empowerment; Innovation.  

 

Location: Porto, Portugal  

Project Timeline: 

Start: September 2014 

End: December 2016 – but we are planning to carry out new editions in the next 
years.  
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Stakeholders involved:  

Civic organisations: National Observatory for Pain – NOPain. 

Healthcare organisations: Faculty of Medicine of the University of Porto (FMUP). 

Health professionals: José Manuel Castro-Lopes, MD, PhD Carina Raposo, Nurse 
José Manuel Romão, MD (Anaesthesiologist) Maria José Festas, MD (Physycal 
Medicine and Rehabilitation) Cristina Catana, Clinical Psychologist. 

University: University of Porto, Portugal. 

Objective: Chronic pain (CP) affects individuals with physical, emotional, 
psychological and socioeconomic implications. CP is recognized as a serious public 
health problem with a significant impact on the quality of life of patients. CP 
management is based on the biopsychosocial model, with a multidisciplinary team 
and interdisciplinary approach. Psychoeducational programs promote skills to live 
an active life. The goal is to keep well-being, regardless of CP, in order to promote 
quality of life. Psychoeducational models have shown efficacy, based on increased 
knowledge/skills through information about pain, medication, pathophysiological 
mechanisms, coping and managing pain. The goal is to improve pain self-control 
by providing psychoeducation and prevention tools that attempt to complement 
clinical and psychological aspects. Interventions include pain education, strategies 
for optimizing self-confidence, goal setting, activity planning, coping strategies, 
relaxation techniques, problem-solving techniques, behaviour modification in the 
face of chronic pain and the incentive to exercise. The project is called “School for 
People in Pain”. A clinical team developed this program for people with chronic 
non-cancer pain (1st edition: participants with CP were recruited in Chronic Pain 
Clinics; 2nd and 3rd editions: participants with CP were recruited from primary 
care physicians). This project aims to offer the person with CP the possibility of 
acquiring personal skills in the self-control of pain and optimizing their involvement 
in their therapeutic process. Interventions include education/demystification of 
chronic pain, establishment of action plans to achieve goals, orientation and 
training of physical exercises and relaxation, training coping strategies, guidelines 
on sleep hygiene, adherence to therapeutic regimen and healthy eating. Programs 
were delivered during 6 weeks with 2h30 group sessions per week (on Saturday 
afternoon). 

Outcomes and Impact on Participants: The project represents a new concept and 
approach in the country concerning pain management. The educational program 
was not delivered in clinical settings but in community ones. Participation was 
voluntary and free of charge, and participants could leave the program at any time. 
The evaluation of effectiveness and satisfaction with the program was achieved 
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using questionnaires filled in by participants in the first and last session and again 
six weeks after the end of the program. 
Collected data were related with: Socio-demographic data (first session), clinical 
data about pain intensity, sleep, enjoyment of life, hospital anxiety and depression 
scale, pain disability index, EQ 5D (first session, last session and six weeks post-
program), patient global impression of change (last session and six weeks post-
program), evaluation of program satisfaction (last session), percentage of 
participants attending the sessions (at each session), self-efficacy scale and pain 
catastrophizing scale (first, last session and six weeks post-program of the 2nd and 
3rd editions). After the three editions, we organized a meeting with all the 
participants to listen patients’ narrative about the program, benefits and impact in 
their lives. 

Resources: For the design and construction of the project, the group met several 
times in order to discuss the contents and methodology. The team is composed of 
5 health care professionals (HCP) with knowledge, experience and skills for dealing 
with people with CP. In the 2nd and 3rd editions, two family physicians were 
invited and delivered parts of the two sessions. The programs/sessions were 
delivered in the Faculty of Medicine of the University of Porto in the Saturday 
afternoon (outside the hospital schedule of health professionals). The initiative was 
publicized and promoted in Chronic Pain Clinics and Primary Care Centres. The 
lectures and interventions were prepared and delivered with media projection 
support, factsheets, dynamics and group exercises. Before the program, 
participants received a factsheet about the program, time schedules, contents and 
general information. Pain thematic leaflets were requested from the Association 
Québécoise de la Douleur Chronique (AQDC). Documents were translated and 
validated to Portuguese Language. Coffee-breaks were provided during every 
session. The initiative was supported by the Chair of Pain Medicine of FMUP. The 
1st edition was supported by the Grünenthal Foundation Portugal, but the other 
two editions did not receive any type of financial support. We have conducted three 
editions until now. 

 

ANALYSIS 

Development of the good practice: This Psychoeducational program consists of 6 
2½-hour weekly workshops. WS are characterized by a high degree of participant 
involvement and mutual exchange of experiences. Sessions include lectures, 
relaxation, easy physical exercises, and communication. Instructions focus on how 
participants implement exercises at home and homework was given.  
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The program aims at facilitating healthy behaviours and educational interventions 
on self-esteem, pain-knowledge, communication and relaxation techniques, and 
provides the tools patients need to self-care. Facilitators promote self-
esteem/communication, sharing/managing feelings/ thoughts/ acceptance of health 
status, health-seeking behaviours and decisions with interactive 
methodologies/group dynamics, problem solving. Nurses were present at all 
sessions. Each session covered specific topics and was led by 2 professionals. 
Participants had homework, such as training exercises related with session 
contents. In each session, the contents of the previous session and homework was 
reviewed.  
The 1st session approached/discussed aspects related with demystification in CP 
and the importance of self-management. The contents were: Principles of "self-
management “, Differences between CP and acute pain, what is CP, Pain basic 
physiology, CP treatments, myths. The 2nd session covered physical activity, 
pacing, physical exercises and guidance in life activities and adaptive daily 
strategies. The 3rd and 4th sessions were dedicated to the psychological aspects 
such as the identification of thoughts, feelings and emotions, relaxation techniques, 
emotion management, communication with the HCP and families. Aspects related 
with action plans and problem solving were also addressed. The 5th session 
discussed sleep hygiene, healthy eating and the management of therapeutic 
regimes. The last session was dedicated to talking about and planning the future, 
health consultations and patient’s associations. 

Obstacles: The lack of specific training of HCP and the lack of funding for the 
investigation and implementation of this kind of project. 

Means used to overcome or remove the obstacles: After the 3rd edition, the nurse 
got training in the Chronic Pain Self-management program (CPSMP) at Stanford, 
USA, and in Cognitive Behavioural Therapy in CP in Paris, France, and the clinical 
psychologist in CPSMP. The group will review next year the type of program, 
contents and techniques for a restructuration. If the experimental project advances 
to a methodologically designed and funded research/ study, it will be easier to 
overcome the various barriers such as the time of HCP and the recruitment of 
participants. for the further development of this program other stakeholders must 
be involved, such as health care institutions, community-based organizations, 
governmental agencies, academic and business communities. 

Factors enabling the process: After the meeting with the participants of the three 
editions of the program, the participants felt empowered and created the 1st 
Chronic Pain Patients Association in the Portuguese mainland. The project was 
presented in some congresses and received several HCP interested in the subject 
and the possibility of collaborating. 
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EVALUATION 

Reproducibility: Although further research related to this program is needed, 
CPSMP and other pain programs are highly reproducible. After some additional 
research, it is our intention to implement the program in Pain Clinics and in the 
community. 

Innovativeness: This good practice represents an important challenge and impact 
on the Pain HCP involved. It is an innovative pain intervention in the country. 
Currently, a Pain Clinic in Porto is also working on a Psychoeducational Program 
as part of its pain management strategies. Some of these HCP have been involved 
in the project “School for People in Pain”. 

Added value: The more important achievement was hearing participants' 
narratives, which included phrases such as "I am more aware of my limits"; "I 
shared what I learned"; "I adjusted my expectations"; "I adjusted my daily life"; “I 
Walk more"; "I gained self-confidence"; "I learned not to value pain so much"; "I did 
not let myself be overcome by pain “. 

Appropriateness: We believe the project may empower patients to deal with CP 
conditions and may reduce the inappropriate use of Healthcare resources. 
Psychoeducational programs should not be the last resource of patients with pain 
but rather the first and should be applied with an integrated approach in pain 
management. Currently, we do not have sufficient data of this program; however, 
we believe that psychoeducational programs can be complementary tools within a 
multimodal approach in pain management as referred in the literature. 

 

NEXT STEPS 

Lessons learned: The major difficulties were the lack of specific training of HCP 
and the lack of funding for the investigation and implementation of this kind of 
project. Therefore, governmental agencies should be involved. 

Key takeaways: Overall, the “School for People in Pain” may help patients to 
acquire better strategies to manage the CP, reducing their suffering and the impact 
on their daily life and making them more active in relation to the proposed 
treatment. 

Next steps: We are continuing with the project with some restructuration.  
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GOOD PRACTICE N.24: OPTIMIZING EFFICIENCY OXYGEN 
THERAPY IN THE TREATMENT OF CLUSTER HEADACHE 

 

CONTACT PERSON 

Name: Kalina 

Surname: Tyminski 

Organization: AFCAVF 

Position: President  

Country: France 

Country Region: Paris 

Email: kalina@3vm.fr  

Phone number: +33 662263363 

Information about Good Practice Applicant: Kalina Tyminski has suffered from 
chronic cluster headache since 2008. She was implanted in sub occipital and 
hypothalamic in 2013. She has been an active member of the French cluster 
AVCAVF association and has been the president since early 2016. She became a 
board member of European Headache Alliance in 2017 and Chair of the Cluster 
Headache Special Group of Interest. 

 

DESCRIPTION 

Title of the Good Practice: Optimizing Efficiency Oxygen Therapy in the Treatment 
of Cluster Headache  

Category: Empowerment. 

 

Location: France  

Project Timeline: 

Start: 2018 

End: July 2019 
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Stakeholders involved:  

Civic organisations: Association Française Contre l'Algie Vasculaire de la Face 
(AFCAVF). 

Healthcare organisations: Many, including doctors, hospitals, drugstores, etc. 

Health professionals: Oxygen suppliers. 

Objective: In order to have good big puffs of oxygen, it is necessary to use a mask 
with high concentration and bottles of liquid oxygen with a pocket underneath; it 
is the one that providers must deliver according to social security regulations. Using 
glasses or a mask without a pocket underneath greatly decreases the effectiveness 
of oxygen.  
There are two types of high-concentration masks provided by the suppliers who 
know CH: a) the nasobuccal mask with a transparent bag; a rather rigid mask that 
tends to "squeak" when taken; and b) a nasobuccal mask with a large capacity 
green bag; a mask with a flexible bead completed by a mouthpiece that was not 
available in France until 2018 but now it is. The material that the provider must 
provide to deal with attacks is as follows:  
- cylinders of gaseous medical oxygen; the patient must have a portable bottle 

(of the order of 0.2 to 0.5 m3) in addition to a fixed bottle (of the order of 3 
m3) with a large integrated pressure reducer (5 -7 to 10 or 15 liters).  

- an administration pipe (length of 3 to 4 m);  
- a high concentration nasobuccal mask;  
- a second pipe and a second mask necessary for the use of the portable bottle.  
AFCAVF co-authored, together with SOS Oxygen, a written document explaining 
this method of taking oxygen. The document is intended for the patient and will 
allow technicians to explain well the technique of taking and visualize the right 
material. To have the best possible oxygen efficiency, according to the experience 
of the patients of the forum, it is necessary to respect a certain timing between the 
unfolding of the crisis and the taking of oxygen (Example: we must take oxygen 
from the beginning of the crisis - at the beginning of the crisis the patient is not too 
agitated and can concentrate on his breathing; the field of his thought is not yet 
completely invaded by pain. Taking oxygen when one is still calm is easier). 

Outcomes and Impact on Participants: We asked the supplier of oxygen to take 
into consideration the high concentration mask. The benefit: It is necessary to use 
the good flow of oxygen. If the flow is low, the balloon under the mask does not fill 
in well and the patient does not inspire oxygen but ambient air that enters between 
the cheeks and the mask.  
What is the good flow? Flow rate used for studies: 7 liters per minute.  
- Rate of the Marketing Authorization Text: 7 to 10 liters per minute.  
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- Flow Article The 2007 Prescrire magazine: 6 to 8 liters per minute  
- Flow of the 2014 SFEMC Recommendation: 12 to 15 liters per minute.  
For the patients of the forum, the good flow is that which makes the balloon inflate 
completely in between the inspirations, between 12 and 15 liters, and which 
makes their attacks decrease or stop completely. 

Resources:  

- Financial: As written before, it is a partnership and we "work" together. We 
create the leaflets together with the suppliers. They have the authorization to 
put our logo on it and we put their logo on our website.  

- Human resources: The time of a few persons to connect with them, control the 
leaflets, and the time of the webmaster (not much). 

 

ANALYSIS 

Development of the good practice: Very simple: 1- meeting with the oxygen supplier 
2- check their knowledge about CH 3- create with their team a leaflet 4- make a 
"deal" according to which they will deliver to every CH patient a high concentration 
mask with our explanation leaflet. 

Means used to overcome or remove the obstacles: Clear explanation and 
cooperation. They will have their logo on our website and access to our network 
with all the specialists and neurologists we are in contact and work with. 

Factors enabling the process: It helps CH sufferers and it also helps suppliers 
providing better access to care. 

 

EVALUATION 

Reproducibility: Yes, the mask is available in other countries such as Belgium. 

Innovativeness: A real partnership between suppliers and patients and 
organizations. All together we are stronger. 

Added value: Yes, patients recount stopping their attacks completely with this new 
mask. 

Appropriateness: Yes.  

 

 

131



NEXT STEPS 

Lessons learned: If we work all together, we can move forward a lot faster. 

Key takeaways: As always, “all together stronger”. 

Next steps: Spread the mask to all the oxygen suppliers in France.  

 

OTHER INFORMATION 

Notes: http://www.afcavf.org/index/page/id/accueil  
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GOOD PRACTICE N.25: FIBROMYALGIPORTALEN 

 

CONTACT PERSON 

Name: Eva  

Surname: Deurloo 

Organization: Fibromyalgiförbundet 
Sweden 

Position: Project manager 

Country: Sweden 

Country Region: Sweden 

Email: info@fibromyalgiportalen.se  

Phone number: +46 702764747 

Information about Good Practice Applicant: Physiotherapist by profession with 
experience of patients with fibromyalgia and ME/CFS. Now employed by the 
fibromyalgia association of Sweden as co-project manager. 

 

DESCRIPTION 

Title of the Good Practice: Fibromyalgiportalen  

Category: Empowerment; Innovation. 

 

Location: Gothenburg, Sweden. 

Project Timeline: 

Start: January 2017 

End: December 2019 

 

Stakeholders involved:  

Civic organisations: Allmänna Arvsfonden. 

Healthcare organisations: Gottfries Clinic. 
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Health professionals: Eva Deurloo (physiotherapist).  

University: Gothenburg University  

Other: Fibromyalgiförbundet Sverige. 

Objective: There is no effective medical treatment available for this patient group 
and there is a shortage of adequate knowledge among the healthcare staff when it 
comes to FM. With the Fibromyalgiportalen we are aiming to fill the gaps and 
focusing on positive actions, up-to-date information and trustworthy advice.  
Our main objectives are: 
- To create a new concept for selfcare, symptom-management and self-

efficacy for people with fibromyalgia symptoms.  
- To develop an interactive digital platform containing what is relevant for 

lifestyle management for people with the disease.  
- To create a forum for sharing relevant information.  
- To provide the tools necessary to manage your symptoms outside the 

healthcare system.  
- To provide telephone support from a knowledgeable coach, free of charge 

and open for registration to all.  
- To give sufferers a sense of community and the possibility to connect with 

people in similar circumstances.  
- To offer a care alternative regardless of the area of residence.  
- To contribute to the Swedish ambition to expand the area of electronic 

healthcare alternatives and to be a world leader in this field by 2025. 

Outcomes and Impact on Participants: Empowerment to make beneficial changes 
in your lifestyle. Motivational tools and ways of tracking progress with clear 
practical steps to reach pre-set goals. The users of the platform appreciate finding 
relevant information in one place. Quotes from users have included that it is similar 
to receiving pain rehabilitation from home and it should be compulsory to be a 
member after getting diagnosis. People feel part of a community. The healthcare 
system still has some stigma regarding fibromyalgia, and it is not easy to get 
rehabilitation. The platform reduces the dependency of public healthcare. It 
enables users to design their own health management plan and carry it through, 
bringing sustainable lifestyle changes which eventually lead to better health and 
quality of life. The evaluation from the test period has been very positive. The 
response from healthcare professionals have been equally positive. The platform 
alleviates the care system and provides a complement to visits which releases time. 
We have had overwhelmingly positive response from users and healthcare 
personnel who regard the health portal as a valuable tool for self-care. 
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Resources: We have received funding from Allmänna Arvsfonden, a state fund to 
support innovative projects that benefit disabled and disadvantage people. The 
project managers possess personal and professional knowledge of the disease. We 
are based in the office of Fibromyalgiförbundet and have access to all the 
connections and information from the patient association.  
There are many synergies between the project and the association. The members 
have been consulted at all levels of decision to make the platform as relevant and 
user-friendly as possible. We have consulted experts in the respective fields covered 
by the platform to make sure the content is useful. 
 

ANALYSIS 

Development of the good practice: Successful application and funding for the 
project Må Bra med Fibromyalgi were received at the end of 2016. Sourcing of 
best value digital option and market analysis during the first part of 2017. 
Commencement of the development of the platform in 2017 with continued 
consultation of reference groups to keep the content relevant for end users. We 
continued to develop functions in the platform. We received professional help from 
web developers, but budgetary and time restraints encouraged us to find as many 
solutions as possible that we could implement ourselves. We identified needs from 
our end users and constantly implemented the suggested changes in the process.  
Version 1 of the platform was completed in April 2018 and a pilot group of 24 
tested the fibromyalgiportalen for 2 months and were interviewed individually. They 
also filled in written evaluation forms before and after using the portal. Half the 
group availed themselves of the service of a health coach 6 times during the test 
period. The feedback from all the participants have been documented and changes 
have been applied. We opened up registration in September 2018.  
The platform contains the following fields: fibromyalgia, pain, sleep stress, diet, 
physical activity, coach, etc. All areas contain facts, various tools for self-
management, practical exercises and tips, a digital diary, resources like films and 
lectures, etc. There are areas for goalsetting and graphs for following your progress. 
There is a discussion forum for members to chat. There is a live chat with coach 
for questions. The content and functions of the platform will be updated 
continuously.  
Given the high demand, an app for iPhone was developed and it is now available 
to complement the website. The purpose of the app is to facilitate the use of the 
site and give access to favorite functions “on the road”. 
In addition, we have recently started collaborating with a well-known university to 
implement an internet-based self-care course in ACT. More self-help courses are in 
the pipeline. This will be designed and evaluated by psychology graduates using 
scientific methods adding value to the content. 
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Means used to overcome or remove the obstacles: We have found solutions to 
reduce cost of marketing and travel for example in the budget to redistribute money 
for digital development. We reprioritized extensively to reach our goals. We are 
looking at alternatives for survival including leasing or selling the code to other 
associations with similar needs, seeking sponsorships and discussing financing 
options. The fibromyalgia association as well as the general healthcare system will 
benefit from the service we offer, and we are looking at ways to cooperate in the 
future. 

Factors enabling the process: Electronic health services represent a hot topic in 
Sweden and equality of care is at the top of the agenda in health politics. Our 
digital health platform fulfils a lot of needs and is very relevant. We are hoping it 
will be followed by others. Patients with chronic pain report a lack of understanding 
and care alternatives. We offer self-care options and provide patient empowerment. 
Internet based therapies are more and more accepted and available, and research 
show positive results. We will try to implement programs for sleep management 
and ACT therapy in the near future. 

 

EVALUATION 

Reproducibility: The format of the platform can be applied to other patient 
associations or to other self-care systems. The functions are part of the platform 
and the content can vary according to the diagnosis. It contains areas relevant for 
lifestyle management for most people, even healthy individuals, and it gives an all-
inclusive concept for maintaining a healthy lifestyle. We hope that the concept will 
be the forerunner for other similar platforms and offer inspiration for professionals 
and patients who want to encourage independency from medicines and costly 
rehabilitation options. 

Innovativeness: It has collected and filtered what is relevant for fibromyalgia 
sufferers in one place and made it accessible for those who need it. It provides a 
cost-free alternative to treatments and gives a sense of self efficacy to the users. 
The fields covered in the platform are both general and more specific, allowing 
users to extract what they need individually to manage their disease. We do not 
know any similar services for other patient groups. When granting their funds, 
Allmänna Arvsfonden stipulated that the project had to be innovative and they 
deemed that our project has no predecessors. 

Added value: A holistic approach to self-care for fibromyalgia sufferers taking into 
account all aspects of lifestyle that affect the impact of the disease. A coach support 
service provided free of charge. A way for fibromyalgia sufferers to find information, 
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support, a sense of community and tools to manage symptoms and track all aspects 
of health. 
The platform is ideal for patients with non-life-threatening chronic diseases where 
lifestyle and self-care activities are important. It gives empowerment and self-
efficacy. The health care system is relieved, and the patient don’t have to rely on 
the system so hard therefore the concept benefits all involved parties. 

Appropriateness: Yes. The response from users have been above and beyond 
expectations so far. We have adapted the original plan along the way according to 
new information and ideas. It will continue to be adapted to maintain its relevance 
according to developments. We see a more widespread potential than we first 
anticipated. We have to keep an open mind to how the platform is managed 
depending on how many registered users we get. This number will grow, and we 
have to prepare for this. Accordingly, we will also focus on the marketing of the 
platform. There are economic benefits for the society, since the wellbeing and 
independence of the patients is our objective. 

 

NEXT STEPS 

Lessons learned: We have built the foundations, but the content has to be adapted 
to suit the target group. Involve the users at an early stage to keep content relevant. 
Don’t underestimate the cost of web development. Try to do as much as possible 
by yourself. 

Key takeaways: The digital self-care platform is not an alternative to medical care 
but is a valuable complement which benefits both users and caregivers. Make sure 
it is a dynamic instrument that is updated and interesting. You want people to keep 
visiting regularly. Keep it simple and user-friendly even for people unused to 
computers. 

Next steps: Use your imagination in filling the platform with content. We find new 
opportunities everywhere and internet-based therapies are on the rise. This can be 
integrated in the platform. We want to communicate with our users closely and 
make everyone feel noticed. It is important to keep channels of communication 
open. We have open phonelines, live chat service with coach and an active 
discussion forum. We are aiming to answer messages quickly. We are in the 
process of translating the website into English to reach a broader group of users. 
We are hoping that other patient associations want to implement similar technique 
to support their diagnosis group. Publication of scientific results (October 2019). 
Security audit (cybersecurity) by ANSSI in November 2019. 
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OTHER INFORMATION 

Notes: www.fibromyalgiportalen.se  
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GOOD PRACTICE N.26: FARE INFORMAZIONE PER CREARE 
CONSAPEVOLEZZA 

 

CONTACT PERSON 

Name: Sara 

Surname: Beltrami 

Organization: A.P.E. Onlus 
Associazione Progetto Endometriosi  

Position: Responsible for Institutional 
Relations and women's right; ex board 
member 

Country: Italy 

Email: info@apeonlus.com  

Phone number: +39 3401059482 

Information about Good Practice Applicant: I work as volunteer in Associazione 
Progetto Endometriosi A.P.E. Onlus, an Italian NGO that disseminates news and 
information about endometriosis. Our aim is to increase the number of healthcare 
professionals able to provide a correct diagnosis and treatment of endometriosis as 
well as to support women affected by that disease.  

 

DESCRIPTION 

Title of the Good Practice: "Fare Informazione per Creare Consapevolezza" – 
Patient Empowerment (“Inform to Raise Awareness – Patient Empowerment”) 

Category: Empowerment. 

 

Location: Italy 

Project Timeline: 

Start: February 2005 

End: February 2019 
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Stakeholders involved:  

Civic organisations: A.P.E. Onlus and different possible partners (if any). 

Healthcare organisations: Hospitals. 

Health professionals: gynecologists and other multidisciplinary specialists.  

University: Policlinico Gemelli of Rome and others across Italy.  

Other: Citizens, doctors, institutions, journalists and the media in general.  

Objective: We can all agree that a 6 to 12 year wait time to receive treatment for 
this severely life-altering disease is far too long. The best way to help solve this 
problem is to work together with patients. We organize activities and events (such 
as conferences, information tables in city centers or malls, charity dinners/events, 
tv shows, etc.) in which patients, together with their families and friends, are led 
to understand their role and are given the knowledge and skills to perform a task 
in an environment that recognizes community and cultural differences and that 
encourages patient participation in the diagnosis, treatment and management of 
endometriosis.  
A.P.E promotes evidence-based news and information on endometriosis in order 
to: 
- reduce impact, expense and waste of resources with a correct use of 

diagnostics tests; 
- cushion the social impact and assist patient’s compliance; 
- increase the adherence to treatment & patients’ education; 
- to assure women a good quality of life. 
Last but not least, A.P.E offers an easy and free guide for women containing the 
list of Italian public centers specialized in endometriosis. This is an important tool 
for the correct diagnosis and treatment of endometriosis, that our organization 
keeps constantly updated and offers in exclusive. 

Outcomes and Impact on Participants: For 14 years, our organization has been 
composed of volunteer women affected by endometriosis, who turned their painful 
experience into tangible support for other women, assisting them through a path of 
comfort and understanding that places the biggest attention on the woman with 
endometriosis.  We believe that a patient organization has to be built on mutual 
support and help, in order to improve one’s life, complicated by a chronic disease, 
and to be walked together through psychological support, acceptance of the illness 
and accuracy of the information about it. 

Resources: Due to the lack of generally understood facts about endometriosis, and 
the impact the disease can have on a woman's health and reproductive ability, it 
is the duty of well-educated physicians to put all the information together for their 
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patients. With the right line of questioning and the latest imaging technology, 
gynecologists can uncover signs that call for further investigation and treatment, 
and they can be the first resource in order to communicate information that can 
build patients empowerment. The aim of A.P.E. Onlus is to create a network with 
other organizations, both connected to endometriosis and to other kinds of women 
organizations, in Italy and in the rest of the world, in order to spread information, 
to obtain rights and acknowledgment by governmental institutions, and to conduct 
awareness campaigns in schools, clinics and medical centers. This is why A.P.E. 
Onlus is open to everyone, men and women, directly or indirectly involved with this 
medical condition (friends, relatives, husbands, partners), who are willing to help 
realize our projects. Our main resources include initiative, creativity, willpower, 
availability, and the loyal commitment of everyone who wants and needs to do 
something tangible. Finally, we tend to work for free and we run just thanks to 
donations (and Italian national donations as 5x1000).   

 

ANALYSIS 

Development of the good practice: Thanks to 21 independent groups, spread 
across the whole Italian area, we organize events in order to educate about 
endometriosis and we offer self-help support, as we believe that the endometriosis-
related pain can be defeated recovering the psychophysical wellbeing. The WHO 
defines “self-help” as the totality of actions implemented by non-professionals in 
order to promote, preserve or recover health, interpreted as whole physical, 
psychological and social wellbeing of a certain community. This is one of the 
premises of our self-help groups, currently operating in different Italian regions, 
thanks to those women are willing to take on the responsibility of leading the 
activities in their area, to make sure that the meetings take place correctly and to 
promote their group in any useful way. 

Means used to overcome or remove the obstacles: Insist and continue with the 
work of dissemination and correct information, in order to work in a multi-
stakeholder environment. 

Factors enabling the process: “Only who’s part of the problem can be part of the 
solution!” Sharing, support, listening and the look of who perfectly knows the 
feelings, fears and anxieties of the people who are taking part to a meeting can 
become the best therapy in order to obtain improvements that start from the 
psychological side but pass on to the physical one, bringing benefits and a different 
perception of pain and sorrow.  
Admittance to these meetings is always free. 
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EVALUATION 

Reproducibility: The admittance to these events/activities is always free. The most 
important thing is to build synergies with doctors, patients and institution in order 
to guarantee the steadiness of the events. Additionally, it is very important to 
validate the sources and involve ONLY doctors specialized in endometriosis in order 
to spread only good and real information. 

Innovativeness: Endometriosis is a common but not very well-known disease, 
sometimes even among the healthcare staff and gynecologists. Therefore, offering 
information in order to improve and spread patients’ empowerment is the best way 
to prevent it. 

Added value: For an illness whose cause is still unknown and for which there’s no 
definitive treatment, the only way to prevent the possible complications and to try 
to ensure a good quality of life to women is to intervene early and accelerate the 
diagnosis period, and this can be done through patients’ empowerment. 

Appropriateness: Yes. Contrary to popular beliefs, the painful, exhausting, 
miserable menstrual periods that many women experience are not normal and do 
not need to be suffered through. That's why it is important for physicians to educate 
women about the symptoms of endometriosis and encourage them to seek 
diagnosis and treatment. Symptoms of endometriosis vary in severity and can 
include severe pain during menstruation, periods that last for longer than a week, 
heavy bleeding that requires a change of tampon or pad every hour, pain during 
intercourses or overwhelming fatigue. There may also be severe gastrointestinal 
(GI) symptoms, such as frequent and persistent diarrhea, nausea, constipation, 
bloating, rectal bleeding, proctitis, tenesmus and colic rectal pain. Endometriosis 
can also cause lower urinary tract symptoms, such as hematuria, nonmicrobial 
cystitis, recurrent urinary tract infections and dysuria, as well as fertility problems, 
such as infertility and difficulty carrying a pregnancy to term. Again, these are not 
normal period symptoms and should be evaluated and investigated by a physician 
to determine the cause. This is why APE Onlus works with multidisciplinary 
centres and creates proposal and networks of excellence for the management of 
endometriosis. 

 

NEXT STEPS 

Lessons learned: Our slogan and main lesson is: "Spread information to create 
awareness". We have created a broad network with doctors and institutions to give 
patients the opportunity to be aware and correctly informed and to gain control 
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over their own lives, increasing their capacity to act on issues that they themselves 
recognize to be important. 

Key takeaways: There are many reasons why diagnosing endometriosis takes so 
long, even when women are experiencing different symptoms. One reason is that 
women often fail to report their symptoms because they assume their discomfort 
is normal. Thus, the best thing clinicians can do is to offer to listen to women's 
concerns about their bodies and ask the right questions to determine whether or 
not their symptoms are connected to endometriosis. This project can help build 
trust and loyalty between patients and doctors, in order to improve their 
relationship, leading doctors to listen to their patients and patients to be clearer 
when explaining their symptoms. 

Next steps: Endometriosis is a chronic reproductive illness that often has serious 
negative effects on women's daily life, fertility, intimate relationships, and overall 
well-being. It also causes a significant economic burden due to repeated 
absenteeism from work, numerous medical treatments and, often, extensive 
surgical treatments. Our work is characterized by a never-ending commitment that 
could grow and spread all over Europe, not just in Italy. 

 

OTHER INFORMATION 

Notes: The doctors involved in events and activities must be specialized in 
endometriosis: this is a sine qua non condition for the good practice. 
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GOOD PRACTICE N.27: SURGERY & ULTRASOUND IN DEEP 
ENDOMETRIOSIS 

 

CONTACT PERSON 

Name: Sara 

Surname: Beltrami 

Organization: A.P.E. Onlus 
Associazione Progetto Endometriosi  

Position: Responsible for Institutional 
Relations and women's right; ex board 
member 

Country: Italy 

Email: info@apeonlus.com  

Phone number: +39 3401059482 

Information about Good Practice Applicant: I work as volunteer in Associazione 
Progetto Endometriosi A.P.E. Onlus, an Italian NGO that disseminates news and 
information about endometriosis. Our aim is to increase the number of healthcare 
professionals able to provide a correct diagnosis and treatment of endometriosis as 
well as to support women affected by that disease.  
APE Onlus is the first Italian association, composed by volunteers, organizing 
education for healthcare professionals, training courses and updating general 
practitioners. This new practice was created when I was a board member, together 
with the executive board. As there are no prevention pathways or definitive 
treatments for women affected by endometriosis, it is essential to receive a quick 
and accurate diagnosis of the location of the disease. 

 

DESCRIPTION 

Title of the Good Practice: Surgery & Ultrasound in Deep Endometriosis  

Category: Innovation; Clinical practices; Professional education. 

 

Location: Italy (Policlinico Gemelli Hospital & a hotel in Rome). 
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Project Timeline: 

Start: November 2017 

End: November 2018 

 

Stakeholders involved:  

Civic organisations: A.P.E. Onlus Associazione Progetto Endometriosi. 

Healthcare organisations: Policlinico Agostino Gemelli Roma. 

Health professionals:  

- President: Prof. Giovanni Scambia; 
- Director: Prof. Fiorenzo De Cicco Nardone, Fondazione Policlinico A. Gemelli 

IRCSS - Scienze Salute della Donna e del Bambino; 
- Opinion Leaders: Prof. G. Scambia, Prof. G Keckstein, Prof. Ph. Koninckx, 

Prof. D. Soriano, Prof. V. Gallotta, Prof. A. Testa, Dr. A. Fiaccavento, Prof. V. 
Chiantera, Prof. A. Ercoli, Prof. F. Cosentino, Prof. R. Marana Faculty Dr. P. 
Carfagna, Dr.ssa A. De Cicco Nardone, Dr. C. De Cicco Nardone, Dr.ssa A. 
Ussia, Dr.ssa T. De Santis, Dr.ssa S D’Elia, Dr.ssa A. Frassineti. 

University: Fondazione Policlinico Universitario A. Gemelli, Università Cattolica del 
Sacro Cuore.   

Other: Board members, and other A.P.E Onlus volunteers.   

Objective: Every woman suffers from endometriosis differently. Mild endometriosis 
can cause severe pain, while severe endometriosis may be asymptomatic. The lack 
of consistency creates barriers for many gynecologists to effectively diagnose and 
treat endometriosis. Therefore, we decided to get in touch with Italian hospitals 
and specialized gynecologists and to organize a training – organized by A.P.E Onlus 
and supported by the professionists of Policlinico Gemelli, one of the most 
important centre for the treatment of endometriosis in the world – in order to 
increase the number of gynecologists able to deal with endometriosis and to have 
them bring their experience within their respective hospitals.  
APE Onlus is the first association of patients that decided to give life to a project 
designed to train young gynecologists. While endometriosis is a common disease, 
affecting 176 million women worldwide, it is not a simple disease to treat 
surgically. Endometriosis requires individual specialized treatment and diagnosis. 
Choosing the right gynecologist can often be difficult. Also, even though 
endometriosis is a common gynecological condition that most gynecologists treat, 
there is no formal accreditation of surgical training in treating endometriosis.  
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Our goal is to increase the health staff that decide to deal with the endometriosis 
consciously and appropriately, through professionals able to provide a precise and 
accurate diagnosis and to beat over time the possible damage that the disease can 
cause over time, ensuring a good quality of life for women. 

Outcomes and Impact on Participants: Experience and training are essential to treat 
endometriosis. The gynecologist should be experienced in gynecological surgery 
and diagnosis and specialize in minimally invasive endometriosis excision (removal 
of endometriosis lesions), having the ability to restore normal anatomy and 
effectively remove any scar tissue. Endometriosis can cause a condition known as 
frozen pelvis, where delicate pelvic structures bind together. The purpose of the 
project is to provide doctors with the basis for an in-depth knowledge of ultrasound 
in the diagnosis of endometriosis. Also, thanks to these training the participants 
have the opportunity to understand how a multidisciplinary team works and to 
bring their own experience within their respective hospitals. Indeed, endometriosis 
may affect the bladder, ureter, fallopian tubes, ovaries, bowels, major blood 
vessels, and even the diaphragm. Consequently, gynecologist needs to be 
comfortable and well-equipped to work across these areas and to assemble a 
multidisciplinary team (general, colorectal, urology and thoracic surgeon) to assist 
in completely minimizing the risk of complications. Additionally, being in close 
contact with our patients' association helps doctors to better understand the 
experience of women suffering from endometriosis. 

Resources: First of all, approximately some tens of thousands of euros were 
indispensable to carry out this initiative, as financial resources were necessary for 
material, food and accommodation. Indeed, to transform the course into a complete 
immersion and promote a constant team work, it was necessary that the 
participants were in close contact throughout the 3 days, even during breaks and 
meals.  
It was necessary to find an adequate structure for surgery, training and 
accommodation. It was preferable that the doctors involved were young and newly 
introduced into the work, as they had to gain experience and knowledge of the 
disease free of prejudices and false myths and also because they represent the 
future. In particular, the support of a specialized and multidisciplinary center was 
essential to ensure a positive and successful initiative and to transmit enthusiasm 
to young doctors.  
Other two very important aspects were the presence of a psychologist who 
explained doctors the impact that illness and pain have on patients and the 
presence of trained volunteers able to follow the doctors and provide them with a 
different point of view, showing the importance of the patients’ association.
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ANALYSIS 

Development of the good practice: The course unfolded in 3 days. During the first 
day, the young doctors attended and assisted live surgeries and live eco scans, with 
open opinion during live surgery and ultrasound and commenting step by step with 
the experts. During the second and third day, they learnt how to make ultrasound 
diagnosis attending classes and practicing it on patients. All activities were 
discussed by teachers and trainee. 

Means used to overcome or remove the obstacles: Good communication between 
all the involved stakeholders. At the end of the course, the doctors received credits 
valid for the Italian Health system. This was an incentive to take part to the training. 

Factors enabling the process: There are few gynecologists who are specialists and 
have also mastered the additional techniques required to ensure a safe procedure. 

 

EVALUATION 

Reproducibility: Yes, it is possible to reproduce the good practice with enough 
funds, an adequate structure for surgery, trainings, accommodation, and, above 
all, the experts. 

Innovativeness: The symptoms of endometriosis are several. They normally 
manifest across different areas of the pelvis and they can be very difficult to identify, 
especially for doctors that are not used to detect this disease. The training is 
innovative because it combines surgery and ultrasound diagnosis in order to obtain 
a comprehensive diagnosis as accurate as possible. 

Added value: This training increases the number of health professionals who decide 
to deal with endometriosis consciously and appropriately all over Italy, considering 
that gynecologists are not trained to perform diagnosis and surgery. 

Appropriateness: Yes.  

 

NEXT STEPS 

Lessons learned: Endometriosis can be difficult to identify due to its varied 
manifestations - some very subtle and spread across multiple locations throughout 
the pelvis. Endometriosis can cause severe adhesions that fuse pelvic organs 
together, ultimately distorting the pelvic anatomy. Prudence is needed to avoid 
causing further damage. Thus, the training of gynecologists is essential to 
counteract endometriosis. 
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Key takeaways: There are few gynecologists who have specialized in the treatment 
of endometriosis and have mastered the techniques required to ensure a safe 
procedure. It is therefore necessary to find the right professionals to train young 
doctors. Team work is very important. If all stakeholders work together, it is easier 
to share the experience and to reach a high level of skills.  

Next steps: Every edition of the training will be better! 

 

OTHER INFORMATION 

Notes: Link to the last program: 

https://www.apeonlus.it/wp-content/uploads/2018/11/Programma-endometriosi-
formazione-2018.pdf  
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GOOD PRACTICE N.28: ADVANCED TRAINING COURSE FOR 
PSYCHOLOGISTS AND PSYCHOTHERAPISTS 

 

CONTACT PERSON 

Name: Sara 

Surname: Beltrami 

Organization: A.P.E. Onlus 
Associazione Progetto Endometriosi  

Position: Responsible for Institutional 
Relations and women's right; ex board 
member 

Country: Italy 

Country region: Reggio Emilia, Italy 

Email: info@apeonlus.com  

Phone number: +39 3401059482 

Information about Good Practice Applicant: I work as volunteer in Associazione 
Progetto Endometriosi A.P.E. Onlus, an Italian NGO that disseminates news and 
information about endometriosis. Our aim is to increase the number of healthcare 
professionals able to provide a correct diagnosis and treatment of endometriosis as 
well as to support women affected by that disease.  
I’m past board member and responsible for Institutional relations and Women's 
Rights. I monitor all the main project of our Association in order to support the 
activities and I communicate the social impact of endometriosis to all the actors I 
meet (doctors, psychologist, politicians, other patient associations, etc.). At the 
same time, I try to constantly improve A.P.E. Onlus projects so that they can be 
beneficial for patients. 

 

DESCRIPTION 

Title of the Good Practice: Intervention on the Social and Psychological Impact of 
Endometriosis on Women's Lives: Advanced Training Course for Psychologists 
and Psychotherapists 

Category: Professional education. 
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Location: Rome, Italy 

Project Timeline: 

Start: February 2019 

End: February 2019 

 

Stakeholders involved:  

Civic organisations: A.P.E. Onlus Associazione Progetto Endometriosi. 

Healthcare organisations: As the training is created for psychologists and 
psychotherapists, public organizations are not involved. During the application 
period, psychologists and psychotherapists can apply for free advanced training. 

Health professionals: gynecologists, psychologists, sexology experts and 
researchers. 

Other: Case studies patients.  

Objective: Endometriosis has a significant social and psychological impact on the 
lives of women across several domains. Many studies have methodological 
limitations and there are significant gaps in the literature. The consequences of a 
misdiagnose or of a lacking diagnosis are many (anxiety, sense of impotence, fear, 
etc.). Women are not given adequate information on the disease and how to 
manage it. Additionally, doctors are unable to become trusted figures to whom 
women can turn and rely on. Physical and psychological pain grows in the 
impossibility of finding adequate treatment.  
From many testimonies collected in recent years, it is clear that a woman with 
chronic pelvic pain first goes to her GP who, only after several visits and having 
prescribed the most different drugs, sends her to a gynecologist. The definitive 
diagnosis of endometriosis is normally obtained only after 7/10 years from the first 
visit made by the GP. Women with endometriosis claim that delayed diagnosis is 
a problem. A greater awareness of the symptoms of endometriosis and a more 
rapid investigation should thus be encouraged. A better education for both patients 
and physicians regarding symptomatology may contribute to further gains. Thus, 
we recommend broader research employing mixed methods and endometriosis-
specific instruments to explore the impact of endometriosis in diverse populations 
and settings. 
The research questions were:  

- What is the impact of endometriosis on women's lives and how has this 
been studied?  

- How could psychology and psychotherapy support women? 
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Outcomes and Impact on Participants: There is an urgent need to develop and 
evaluate interventions for supporting women and partners living with this chronic 
and often debilitating condition. Endometriosis is a chronic condition affecting 
between 2% and 17% of women in their reproductive age. Common symptoms are 
chronic pelvic pain, fatigue, congestive dysmenorrhea, heavy menstrual bleeding 
and deep dyspareunia. Studies have demonstrated the considerable negative 
impact of this condition on women's quality of life (QoL), especially in the domains 
of pain and psychosocial functioning. The impact of endometriosis is likely to be 
exacerbated by the absence of an obvious cause and the likelihood of chronic, 
recurring symptoms.  
The aims of this training were to review the current body of knowledge on the social 
and psychological impact of endometriosis on women's lives; to provide insights 
into women's experience of endometriosis; to provide a critical commentary on the 
current state of knowledge and to make recommendations for psycho-social 
research, therapy and support. 

Resources: Since this was the first edition of this initiative, our communication 
strategy mainly targeted psychologists and psychotherapists. 40 psychologists and 
psychotherapists from all over Italy took part to the project. It is important to involve 
only endometriosis specialists: gynecologist, psychologists and psychotherapists 
specialized in the disease, who will listen to women’s symptoms and concerns and 
who agree that it is crucial for suffering women to receive a personalized treatment 
plan.  
The training course is very cheap: approximately 6000 euro (covering 
location/congress hall, audio and video). All trainers are volunteer, so we pay just 
for people’ accommodation and travel. Funding comes from the donations of our 
supporters (and 5x1000). All people participating to the organization of this 
training course are A.P.E’s volunteers. Some of the speakers have worked in our 
supporting groups all over Italy: support groups also provide researchers with links 
to patients for research studies and are an invaluable mechanism to achieve patient 
and public engagement in research and service improvement activities. 
 

ANALYSIS 

Development of the good practice: The training course comprised 2 days of 
congress, in which every speaker (specialized in endometriosis) explained the 
different impacts of endometriosis and tried to put himself in the shoes of the 
patient through different case studies. Key categories identified in the thematic 
analysis were delayed and uncertain diagnosis, everyday activities, social impact, 
intimate relationships, maternity, painful intercourses, planning for having children, 
education and work, support groups, role of patient associations, mental health 
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and wellbeing, and medical and self-management. Pain is a significant symptom 
that arises in all of these categories and its impact is considered throughout the 
findings. 

Means used to overcome or remove the obstacles: It is possible to suggest a number 
of strategies to reduce the negative social and psychological impact of 
endometriosis. Better awareness of the varied clinical features and manifestations 
of endometriosis and more appropriate investigations by healthcare practitioners 
may reduce delays in the diagnosis at the medical level (Huntington and Gilmour, 
2005; Ballard et al., 2006; Denny and Mann, 2008). This can only be achieved 
by improving the education of all healthcare professionals who may come into 
contact with women with endometriosis. Increasing women's awareness of 
physiology and of endometriosis through education in schools and via support 
groups may help women distinguish between menstrual pain and endometriosis 
and may consequently reduce patient delays in seeking help (Cox et al., 2003b; 
Lemaire, 2004). Seear (2009a), however, warns that strategies to increase 
awareness of endometriosis and to help women distinguish between normal and 
abnormal pain need to be based on an understanding of why pain is normalized 
and of the stigma associated with menstrual irregularities. 

Factors enabling the process: It is possible to suggest a number of strategies to 
reduce the negative social and psychological impact of endometriosis. Better 
awareness of the varied clinical features and manifestations of endometriosis and 
selection of the most appropriate investigations by healthcare practitioners may 
reduce delays in the diagnosis at the medical level. This can only be achieved by 
improved education of all healthcare professionals who may come into contact with 
women with endometriosis. Increasing women's awareness of physiology and of 
endometriosis through support groups and/or psychological support may help these 
strategies to increase awareness of endometriosis and to support women by 
understanding why pain is normalized and the stigma of menstrual irregularities. 
This training course stimulated the curiosity of the trainees and different 
collaborations and researches have originated in its aftermath. 

 

EVALUATION 

Reproducibility: Of course, this training course could be reproduced, especially 
since it is very cheap. The most important aspect to keep in mind is the need of 
involving only endometriosis specialists. 

Innovativeness: The experience of the "Intervention on social and psychological 
impact of endometriosis on women's lives: psychologists and psychotherapists 
advanced training course" is unique. A.P.E has been and is the first and only 
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volunteer organization of patients to dedicate an ad hoc project designed for non-
gynecological medical specialists. Post-diagnosis health care management needs 
to be more holistic. It should include an understanding of the multidimensional 
impact of endometriosis and underpinned by a biopsychosocial approach that 
includes emotional support, stress reduction, social support, strategies, 
psychosexual treatment and a focus on QoL issues, sex and relationships, pain 
management and career counselling. 

Added value: Through this course, psychologists and psychotherapists should 
consider the use of mixed methods to explore the impact of endometriosis to draw 
on the combined strengths of qualitative and quantitative data. There are many 
advantages in taking a broader, more holistic and more comprehensive 
biopsychosocial approach to understanding the impact of endometriosis. 

Appropriateness: Given the chronic nature of endometriosis, the potential impact 
on fertility and intimate relationships, the delays in diagnosis and the problematic 
experiences of care, the social psychological impact of endometriosis on women is 
worthy of attention. There are very significant costs associated with endometriosis, 
both direct and indirect, and an annual healthcare expenditure comparable with 
that of other major chronic conditions such as diabetes. Endometriosis is therefore 
of considerable importance both directly in terms of its potentially negative impact 
on the large number of women affected by the condition and indirectly on 
healthcare systems and society as a whole. Only by understanding and facing this 
condition it will be possible to manage pain and support women’s lives. 

 

NEXT STEPS 

Lessons learned: A review of women's experiences of care and support would be 
helpful to identify problematic experiences and collate recommendations on how 
care could be improved. In particular, there is an urgent need to develop and 
evaluate interventions for supporting women and their partners living with this 
chronic and often debilitating condition. 

Key takeaways: It is extremely important to investigate knowledge on the social 
and psychological impact of endometriosis on women's lives; to provide insights 
into women's experience of endometriosis; to provide a critical commentary on the 
current state of knowledge and to make recommendations for future psycho-social 
research.  

Next steps: We recommend further training courses which employ mixed 
approaches and endometriosis-specific instruments to explore the impact of 
endometriosis. In particular, there is an urgent need to develop and evaluate 
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interventions for supporting women and their families living with this chronic and 
often debilitating condition. 

 

OTHER INFORMATION 

Notes: Pain cannot be separated from its consequent psychological impact. 
Stopping to see patients as their own organic discomfort can help achieve a 
better quality of life. 
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GOOD PRACTICE N.29: COSTRU-ENDO MEDICO E PAZIENTE - UNA 
SINERGIA INDISPENSABILE 

 

CONTACT PERSON 

Name: Sara 

Surname: Beltrami 

Organization: A.P.E. Onlus 
Associazione Progetto Endometriosi  

Position: Responsible for Institutional 
Relations and women's right; ex board 
member 

Country: Italy 

Country region: Reggio Emilia, Italy 

Email: info@apeonlus.com  

Phone number: +39 3401059482 

Information about Good Practice Applicant: I work as volunteer in Associazione 
Progetto Endometriosi A.P.E. Onlus, an Italian NGO that disseminates news and 
information about endometriosis. Our aim is to increase the number of healthcare 
professionals able to provide a correct diagnosis and treatment of endometriosis as 
well as to support women affected by that disease.  
I’m past board member and responsible for Institutional relations and Women's 
Rights. I monitor all the main project of our Association in order to support the 
activities and I communicate the social impact of endometriosis to all the actors I 
meet (doctors, psychologist, politicians, other patient associations, etc.). At the 
same time, I try to constantly improve A.P.E. Onlus projects so that they can be 
beneficial for patients. 

 

DESCRIPTION 

Title of the Good Practice: COSTRU-ENDO Medico e Paziente: una Sinergia 
Indispensabile (“Doctor and Patient: An Indispensable Synergy”) 

Category: Professional education. 
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Location: Italy 

Project Timeline: 

Start: October 2008 

End: December 2019 

 

Stakeholders involved:  

Civic organisations: ASL (local), pharmacists (FNOPI too), family practitioners. 

Healthcare organisations: ECM providers, local organisations like ASL. 

Health professionals: Endometriosis specialists, including a gynecologist who 
specializes in the disease, psychologists, gastroenterologists, urologists, nutritionist 
counselor, and pain management doctors.  

Other: students. 

Objective: The main aim of A.P.E. Onlus is to raise awareness of the disease. 
Indeed, endometriosis is a widespread disorder, but it is not well-known among 
gynecology specialists, who often underestimate its implications. Since we are 
dealing with a disease whose causes are unknown at the moment and for which 
there is no cure, the only way to deal with its possible complications is to inform 
and intervene on time.  
This is a very old project in the history of A.P.E. Onlus. We invented the Costru-
endo project in order to counteract the lengthy delays between the onset of 
symptoms of pelvic pain and the diagnosis of endometriosis (it takes on average 7-
9 years to get diagnosis of endometriosis) considering that there are many medical 
subjects that a woman can meet during their road to diagnosis.  
The project was initially created for family practitioners, as this is the first doctor 
that a woman with pelvic pain goes to. Over time, the project started targeting also 
nurses and pharmacists in order to improve the number of specialists that know 
the symptoms of endometriosis and deal with the disease. These doctors can help 
to rule out other illnesses as well as refer patients to specialists, depending on the 
issue. 

Outcomes and Impact on Participants: From the many testimonies collected in 
recent years, it is clear that women with chronic pelvic pain are first directed to 
their GP who, only after several visits and after prescribing the most different drugs, 
sends them to a gynecologist. The definitive diagnosis of endometriosis can be 
obtained on average only after 7/10 years from the first visit made by the GP. 
Women with endometriosis claim that delayed diagnosis is a problem. A greater 
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awareness of symptoms of endometriosis and a more rapid investigation should 
thus be encouraged. Better patient and physician education regarding 
symptomatology may contribute to further gains. The consequences of a 
misdiagnosis or of a lacking diagnosis are many (anxiety, sense of impotence, fear 
...). Women are not given adequate information on the disease and how to manage 
it. The doctor is unable to become a trusted figure to whom the woman can turn 
and talk. Physical and psychological pain grows in the impossibility of finding 
adequate treatment. 

Resources: The tool identified by A.P.E Onlus to obtain a correct and widespread 
knowledge of the pathology is the establishment of ECM courses (Continuous 
Education in Medicine) which allow doctors to have indispensable updates for the 
performance of their profession, in addition to obtaining credit points.  
The first of these training days dedicated to GPs was entitled "Costru-endo: doctor 
and patient - an indispensable synergy" and was held in Reggio Emilia, the national 
headquarters of A.P.E. Onlus, on October 4th, 2008. This was followed by a day 
dedicated to the MMGs of Lugano on October 24th, 2009 and other conferences 
in 2010 first in Parma and Brescia and then in Rome and Lecce. 
The professional figures taking part to the training vary depending on the territory 
and the city in which the event is organized and on the availability of the volunteer 
doctors who collaborate with A.P.E, in agreement with the Executive Board and 
with the promoter of the ECM day. The experience of the Constru-Endo Project is 
unique in that A.P.E Onlus has been and is the first and only patients’ volunteer 
organization to dedicate an ad hoc project designed for non-gynecological medical 
specialists. 

 

ANALYSIS 

Development of the good practice: As explained above, the professionals involved 
in the training may vary depending on the territory/city in which the event is 
organized and their availability. In addition, we need to find endometriosis 
specialists and ECM providers. The money is obtained from the donations made to 
organize the event and find a congress room.  
This disease is often identified by primary care doctors with painful periods or just 
a normal feature of being a woman. However, the debilitating pain suffered by 
women who have endometriosis affects every part of their lives. Women have the 
right to be taken seriously when they present their symptoms to their doctor and it 
is very important to transmit this kind of message to all doctors, pharmacists and 
nurses. 
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Means used to overcome or remove the obstacles: It is very difficult to involve 
people like family doctors who do not have the time and resources to focus their 
interest on this type of training. We have to work a lot on building a community 
that correctly transmits the extent of the illness, the professionalism of the 
association and the importance of CME credits. We need to carry out a pervasive 
work, perhaps involving famous specialists in the area. 

Factors enabling the process: The presence of patients who share their experiences 
during the training course can help better communicate the disease to trainees. 

 

EVALUATION 

Reproducibility: It is possible to reproduce this project as far as there is funding for 
the room and an eventual coffee break and if there are volunteer doctors that can 
operate as teachers during the congress. Usually the congress lasts just one day. 
The most important aspect is that of involving endometriosis specialists that work 
in Endometriosis Centres and to create a dynamic and multidisciplinary team which 
provides high-quality and evidence-based care, aiming to diagnose endometriosis 
and treat women at all levels of the disease, ranging from mild disease to the most 
severe forms involving the bladder and bowel.  

Innovativeness: The experience of the Constru-Endo Project is unique in that A.P.E 
Onlus has been and is the first and only volunteer organization of patients to 
dedicate an ad hoc project designed for non-gynecological medical specialists. A 
greater awareness of symptoms of endometriosis and a more rapid investigation 
should be encouraged to tackle delayed diagnosis.  

Added value: Our aim is to increase the number of people that can identify the 
symptoms and diagnose endometriosis and who lead women to specialized centers 
and not to simple gynecologists. 

Appropriateness: Yes. 

 

NEXT STEPS 

Lessons learned: Deliver this project only to medical professionals specialized in 
endometriosis, who can interpret the needs of patients in late or imprecise 
diagnosis.  

Key takeaways: The normalization of female pain is the first enemy even for 
doctors, pharmacist or nurses. Our culture teaches us that women inevitably have 
to resign themselves to pain. This is a dangerous myth that hurts all women and 
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those suffering from endometriosis in particular, because it interferes with the 
possibility of diagnosing a disorder that is not normal. It is very important to 
transmit this message to all doctors and nurses. 

The 2-key message of the project are:  

- involve only specialized doctors as "teachers"  

- try to convey a culture that not underestimate female pain as a symptom of other 
diseases. 
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GOOD PRACTICE N.30: COMPREND-ENDO, INFORMATION ON 
ENDOMETRIOSIS IN SCHOOLS 

 

CONTACT PERSON 

Name: Sara 

Surname: Beltrami 

Organization: A.P.E. Onlus 
Associazione Progetto Endometriosi  

Position: Responsible for Institutional 
Relations and women's right; ex board 
member 

Country: Italy 

Country region: Reggio Emilia, Italy 

Email: info@apeonlus.com  

Phone number: +39 3401059482 

Information about Good Practice Applicant: I work as volunteer in Associazione 
Progetto Endometriosi A.P.E. Onlus, an Italian NGO that disseminates news and 
information about endometriosis. Our aim is to increase the number of healthcare 
professionals able to provide a correct diagnosis and treatment of endometriosis as 
well as to support women affected by that disease.  
I’m past board member and responsible for Institutional relations and Women's 
Rights. I monitor all the main project of our Association in order to support the 
activities and I communicate the social impact of endometriosis to all the actors I 
meet (doctors, psychologist, politicians, other patient associations, etc.). At the 
same time, I try to constantly improve A.P.E. Onlus projects so that they can be 
beneficial for patients. 

 

DESCRIPTION 

Title of the Good Practice: "Comprend-endo”, Informazione nelle Scuole 
(“Information on Endometriosis in Schools”) 

Category: Empowerment; Innovation. 

 

160



Location: Italy 

Project Timeline: 

Start: September 2006 

End: April 2019 

 

Stakeholders involved:  

Civic organisations: A.P.E. Onlus and high schools all over Italy. 

Health professionals: Endometriosis specialists, including a gynecologist 
specialized in the disease, a psychologist, and a A.P.E. Onlus representatives.  

Other: This project involves students (girls only) in their last years of high school, 
teachers and the school staff. 

Objective: Endometriosis is a chronic condition affecting women in their 
reproductive age. It is characterized by the presence of an endometrial-like tissue 
outside the uterus which induces a local inflammatory response. It is an enigmatic 
condition and its aetiology is uncertain and contested. Common symptoms are 
chronic pelvic pain, fatigue, congestive dysmenorrhea, deep dyspareunia, and 
sometimes infertility (as it is suggested that 47% of infertile women have 
endometriosis). The prevalence of endometriosis is difficult to assess but it has 
been estimated to affect between 2% and 17% of the female population. Given the 
chronic nature of endometriosis, the potential impact on fertility and intimate 
relationships, the delays in diagnosis and the problematic experiences of care 
(Dancet et al., 2012), the social psychological impact of endometriosis on women 
is worthy of attention. Additionally, women with endometriosis claim that delayed 
diagnosis is a problem.  
A greater awareness of the symptoms of endometriosis and a more rapid 
investigation should thus be encouraged. In particular, a better patient education 
regarding symptomatology may contribute to further gains if started at the 
adolescent age. Support/information events in schools are highly valuable and may 
help girls to interpret their experiences, feelings and emotions. Receiving 
information and gaining confidence allow teenagers to evaluate medical 
information, to negotiate with healthcare practitioners, and to be aware of the 
existence of patient communities, which are an important source of support and 
information. Moreover, the rise of online communication has provided teenagers 
with new and different ways to share information and receive support. Yet, this can 
represent a menace to scientific information and could also lead teenager to learn 
from fake news regarding the symptoms and treatments of endometriosis.  
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Outcomes and Impact on Participants: It is possible to suggest a number of 
strategies to reduce the negative social and psychological impact of endometriosis. 
Better awareness of the varied clinical features and manifestations of endometriosis 
may reduce delays in the diagnosis. This can only be achieved by improved 
education in young girls, increasing their awareness of women’s physiology and of 
endometriosis. Education in high schools helps girls to distinguish between 
menstrual pain and endometriosis and to consequently reduce patient delays in 
seeking help. Moreover, strategies to increase awareness of endometriosis and to 
help women distinguish between normal and abnormal pain need to be grounded 
in an understanding of why pain is normalized and of the stigma associated with 
menstrual irregularities.  
This is a very old project in the A.P.E. Onlus story. Ee invented the "Comprend-
endo" project in order to counteract the lengthy delays between the onset of the 
symptoms of pelvic pain and the diagnosis of endometriosis. Over the years, we 
have noticed how some girls recognizing their symptoms have received a diagnosis 
or have been supportive towards close persons who presented the symptoms. 
Thanks to the presence of specialists, this project also helps raise awareness of 
people suffering from endometriosis and provides correct information on issues 
related to the sexual and emotional sphere.  

Resources: First of all, the collaboration of a high school is necessary to welcome 
the project. The lesson lasts about 2 hours and only girls attending the last 2 years 
of high school are involved, as they are expected to have the maturity to better 
understand the themes being discussed. The project is free and is organized within 
the school, perhaps by grouping different classes. Also, it is important to identify 
speakers who are familiar with endometriosis (psychologists/gynecologists) and one 
of our volunteers who explains the project and the suffering linked to the disease 
in a delicate and understandable language and without alarming the young girls. 

 

ANALYSIS 

Development of the good practice: The first part of the lesson consists of an 
explanation of the female anatomy, with a focus on sexual health, and an 
explanation of endometriosis (symptoms, diagnosis and treatment). The 
psychologist gently explains the psychological impacts of the conditions described 
by the gynecologist and the volunteer explains the importance of contacting a 
gynecologist to take care of women’s own well-being. Finally, some time is given 
to answer to the questions of the girls (also in anonymity through written 
questions). Key categories identified in the thematic analysis were the delay and 
uncertainty in the diagnosis, everyday activities, intimate relationships, planning 
for and having children, education and work, mental health and wellbeing, and 
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medical and self-management. Pain is a significant symptom that arises in all of 
these categories and thus the impact of pain is considered throughout the project.  

Means used to overcome or remove the obstacles: It is suggested that women fail 
to seek medical help due to difficulty in distinguishing between normal and 
pathological symptoms, because they consider themselves ‘unlucky’ as opposed to 
‘unwell’ and because they fear that disclosure would result in embarrassment and 
weakness. Women themselves and those around them (family and friends) are 
frequently unaware of endometriosis as a pain condition. The perception of 
menstrual irregularities as normal and as something to be endured also contributes 
to delay in seeking help, particularly among adolescents who perceive menstruation 
as something private and/or to be hidden. Women may thus actively conceal their 
menstrual irregularities, encouraged by their mothers and friends. However, the 
influence of family/friends who are able to identify pain experiences as abnormal 
and to encourage sufferers to seek help (as well as disrupted social roles) may also 
serve as catalysts that shift women's understanding of their symptoms from normal 
to pathological. 

 

EVALUATION 

Reproducibility: Of course, this is a very easy project to reproduce. The essential 
aspect is the collaboration of the school and the professors as well as the presence 
of doctors specialized in endometriosis who can provide appropriate information in 
a peaceful manner. Women with endometriosis often have a combination of 
symptoms difficult to assess and recognize, so it is important to explain it and not 
underestimating it. 

Innovativeness: Women report receiving insufficient information when diagnosed 
and express a desire for more general information about living with and managing 
endometriosis. Such information must be delivered properly and in time. 
Support/information events in schools are of high value and may help girls to 
understand their experiences, feelings and emotions. Receiving information and 
gaining confidence allow teenagers to evaluate medical information and consult 
healthcare practitioners.  

Added value: It is possible to suggest a number of strategies to reduce the negative 
social and psychological impact of endometriosis. Better awareness of the clinical 
features and manifestations of endometriosis may reduce delays in the diagnosis. 
A better knowledge and an increased awareness of physiology and of endometriosis 
through education in schools and via support groups may help girls to distinguish 
between menstrual pain and endometriosis and to reduce patient delays in seeking 
help.  
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Appropriateness: Yes. Women report receiving insufficient information at diagnosis 
and express a desire for more general information about living with and managing 
endometriosis; this must be delivered in a helpful way and provided in time. 
However, in doing this we need to take into consideration the contested and 
problematic nature of endometriosis and of the ‘knowledge’ surrounding it. 
Informative events in schools and support groups are of high value. Also, we can’t 
forget about the increasing online communication which provides teenagers with 
new and different ways to share information, but which may sometimes be wrong.  

   

NEXT STEPS 

Lessons learned: It is very important to lead teenagers to hear and understand their 
bodies and to communicate with healthcare professionals. Often girls are ashamed 
of their mothers’ opinion, especially with regards to gynecologists. Since the 
consequences of a misdiagnosis or of a lacking diagnosis are many (anxiety, sense 
of impotence, fear, etc.), it is important that teenagers are given adequate 
information about the disease and that they have the possibility to ask how to 
manage it and how to find an adequate treatment.  

Key takeaways: The key message is that the dialogue with teenagers is pivotal. We 
have to remember that we don't go to school in order to scare the girls, but we 
organize these projects because these young adults are the women of tomorrow, 
and probably this simple project is the fastest way to counteract the lengthy delays 
between the onset of the symptoms and the diagnosis of endometriosis, avoiding 
several and deep damages produced by the disease. 

 

OTHER INFORMATION 

Notes: Studies suggest that an increasing trend of endometriosis over time, which 
suggests the urgency of teaching adolescents to recognize the symptoms early. 
Furthermore, there are significant costs 
associated with endometriosis. A recent 
large-scale study of the economic costs of 
endometriosis revealed substantial direct 
and indirect costs, with annual healthcare 
expenditure comparable with that of other 
major chronic conditions such as diabetes 
(Simoens et al., 2012).  
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GOOD PRACTICE N.31: YOU ARE NOT INVISIBLE, BE CAREFUL! 

 

CONTACT PERSON 

Name: Alicia Maria 

Surname: Vega Albujar 

Organization: Federación Extremeña 
de Asociaciones de Fibromialgia - 
FEXAF  

Position: Project Management  

Country: Jerez De Los Caballeros 

Country region: Extremadura (Spain) 

Email: fexaf2012@hotmail.com 

Phone number: 620577815 

 

DESCRIPTION 

Title of the Good Practice: You Are Not Invisible, Be Careful! (“Fibromialgia: no 
eres invisible, cuídate!”) 

Category: Empowerment. 

 

Location: Badajoz, Spain 

Project Timeline: 

Start: January 2017 

End: December 2017 

 

Stakeholders involved:  

Civic organisations: Federation Alba Andalucía.  

Healthcare professionals: Manuel Jimenez Rodriguez (Unidad del Dolor del 
Hospital Infanta Cristina de Badajoz); Beatriz Moya Gallardo (professional of 
“Ciencia y Tecnología de los alimentos”). 
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Other: Unit of Chronic Pain Hospital Infanta Cristina. 

Objective: The guide has two main aims: raising awareness of fibromyalgia and 
helping patients who suffer from this disease to improve their quality of life. Indeed, 
the guide aims at educating and informing people affected by FM, SQM and SFC. 
It includes an analysis of the symptoms and several solutions suitable to the needs 
of these patients, promoting tools and techniques to improve their quality of life 
(pain management, sleep and postural suggestions, etc.). The guide also suggests 
appropriate physical exercises and offers nutritional recommendations. 

Outcomes and Impact on Participants: The development of this project and of the 
guide itself offered two main benefits to patients and doctors. On the one hand, the 
project resulted in a tool to “orient” oneself and to know what to do once the patient 
is diagnosed with this disease; on the other hand, it is a tool that specialists can 
use and offer to their patients. 

Resources: For the realization of the guide, besides the material resources, we have 
relied on the help of different specialists of chronic pain and of people who suffer 
from these diseases in order to be able to offer a complete vision, both as patient 
and as specialist. The guide was funded by the Diputación de Badajoz.   

 

ANALYSIS 

Development of the good practice: 5.000 copies of the guide have been published. 
These have been distributed across the different associations located within the 
region, as well as in health centers and the hospitals of Extremadura. The 
presentation of the guide took place on March 2nd, 2018.   

 

EVALUATION 

Reproducibility: These guidelines offered in our guide act as an orientation tool for 
many people who have fibromyalgia. Bearing in mind the beneficial impact that 
the guide has had for FM patients, we are working on the elaboration of other two 
guides: one on multiple chemical sensitivity and one on the chronic fatigue 
syndrome. 

Appropriateness: The guide could contribute to provide a first response to the needs 
of these people and also to suggest the different ways and means that patients can 
choose to improve their quality of life. 
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NEXT STEPS 

Next steps: The association will work on the realization and publication of other 
two guides: one on multiple chemical sensitivity and another on the chronic fatigue 
syndrome.  

 

OTHER INFORMATION 

Notes: 
Useful links: 
https://digitalextremadura.com/presentada-una-guia-la-federacion-extremena-
asociaciones-fibromialgia/  
https://www.hoy.es/badajoz/elaboran-guia-sobre-20180303000918-ntvo.html  
http://www.dip-badajoz.es/agenda/index.php?id=3&agenda=11306   
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GOOD PRACTICE N.32: PATIENTS WHO SUPPORT PATIENTS 

 

CONTACT PERSON 

Name: Klaasje 

Surname: Onnink-Vliek 

Organization: NVVR De Wervelkolom 

Position: Secretary/ Board member  

Country: Netherlands 

Email: secretariaat@nvvr.nl 

Phone number: 0631951686 

Information about Good Practice Applicant: Klaasje Onnink-Vliek, secretary of 
NVVR 'de Wervelkolom', is the leader of the Europe participation groups. She is 
secretary of this group “sufferers of CLBP in Holland”, with the special mission of 
going abroad whenever she is asked to join a group. Starting from 2019, she is 
also in charge of the administration of their 1500 members. 
*CLBP= chronic low back pain 

 

DESCRIPTION 

Title of the Good Practice: Patients Who Support Patients (with Chronic Low 
Back Pain)  

Category: Empowerment; Innovation. 

 

Location: Holland - 11 cities.   

Project Timeline: 

Start: September 1987 

End: December 2018 – yet ongoing. 

 

Stakeholders involved:  

Civic organisations: NVVR de Wervelkolom.  
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Healthcare organisations: Patienten Gehandicapten Organisatie Iederin Nedelndse 
Patienten Federatie. 

Healthcare professionals: Professors, Neurologists, Radiologists, and Neuro 
surgeons are member of our advice board (which includes 12 specialists of the 
spine).  

Other: experienced sufferers of CLBP.  

Objective: To provide support to CLBP patients, who are facing social, physical or 
psychological problems, with the prescriptions and therapies that the MD gives 
them during their consultations. After the visit in the hospital, we come and give 
them support by first of all listening to their problems and feelings. 

Outcomes and Impact on Participants: People feel supported as they are being 
heard. We give our best to provide them with answers to their questions. They can 
also find support on our online forum on the website www.ruginfo.nl.  

Resources: There are 30 volunteer members working in the organization. We also 
receive the support of different specialists, such as Raad van Advies. MDs and 
hospitals, which welcome us in 11 cities. 

 

ANALYSIS 

Development of the good practice: The organization was founded in 1987 by those 
members who now belong to the board and today it counts 1500 members. After 
starting to talk to the hospitals in different cities, it took approximatively 3 to 8 
months until we were able to start a “sufferer group” in a hospital. We have a 
dedicated corner in many healthcare facilities, where our “expert patients” of 
C.L.B.P. have a few hours of contact with those patients who want to ask questions 
and receive support.  

Means used to overcome or remove the obstacles: Proper information and open-
minded workers going to the hospitals rather than just talking on the internet or on 
the phone. 

Factors enabling the process: The volunteers, the hospitals, the money of our 
members, the advertising, our quarterly magazine (every 3 months - 2500 copies) 
and the fact that there are 2,1 million patients with CLBP in Holland. 
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EVALUATION 

Reproducibility: Yes, we are starting to work in two new hospitals to start this 
experience also in Nijmegen en Roermon. 

Innovativeness: Yes, we were working with the Neurology group and made a cart 
for low back pain which is now useful in the healthcare system.  

Added value: Yes, we think so. Improved awareness of C.L.B.P. patients in the 
world of Medical Doctors, Neuro surgery, etc. 

Appropriateness: We have 6 members and one extra member in our board. We 
meet to work together 10 times a year. We are a good team. 

 

NEXT STEPS 

Lessons learned: We are financially independent; we have our money as a group 
of 1500 members.  

Next steps: We want everyone with CLBP to develop self-esteem and enjoy a good 
life despite the problems of their spine. We aim to stay connected with each other 
and open our mind to the community. 

 

OTHER INFORMATION 

Notes: Go one with the good work, be open to connect with people and never 
give up! 

Link: www.nhg.nl  
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GOOD PRACTICE N.33:  

EUROPEAN PROJECT OF SOLIDARITY COOPERATION TO TAKE THE 
TREATMENT OF PAIN TO PEOPLE OF THE THIRD WORLD  

 

CONTACT PERSON 

Name: Kenia Yocasta 

Surname: Muñoz Javier (De 
Fernandez)  

Organization: Sine Dolore/ Lisken 
Caribbean  

Position: Anesthesiologist 

Country: Spain/ Dominican Republic 

Country region: Menorca; Punta Cana, 
province Altagracia-Higüey-Bávaro.  

Email: yocasta.javier@yahoo.es 

Phone number: 612259072 

Information about Good Practice Applicant: My name is Kenia Yocasta Muñoz 
Javier (De Fernández is married surname). I am a doctor and I have been part of 
the foreign community in the Spanish Balearic Island of Menorca for several years. 
I have met an organization called Sine Dolore and its medical team, besides having 
trained me professionally in the management of pain treatment, has also taught 
me that a better quality of life can be offered to the most needy patients afflicted 
by this invisible disease – which according to international statistics is affecting 
20% of the population worldwide. I have been motivated to take a similar work 
project to my country of origin, which is very much in need of a similar service. 
The project is the first initiative of this type initiated in my homeland. In the 
Dominican Republic, I’m the leader of the project Lisken Caribbean, whose purpose 
is the treatment of chronic pain, and I receive the help and support of the Sine 
Dolore European Pain Foundation and its president Dr. Jorge Moya Riera. 
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DESCRIPTION 

Title of the Good Practice: European project of solidarity cooperation to take the 
treatment of pain to people of the Third World with little economic resources of 
the Dominican Republic. 

Category: Empowerment; Clinical practices.  

 

Countries: Dominican Republic, Province Altagracia-Higüey-Punta Cana-Bávaro, 
La Romana, El Seybo, San Pedro De Macoris, Located In The Eastern Region 
Island, Plus Media Coverage To The West, North And South Regions. 

Project Timeline: 

Start: January 2018 

End: April 2018  

 

Stakeholders involved:  

Civic organisations: Sine Dolore European Pain Foundation. 

Healthcare organisations: Sine Dolore European Pain Founation/ Lisken Caribbean 
in the Dominican Republic.   

Healthcare professionals: Dr. Jorge Moya Riera (Sine Dolore European Pain 
Foundation); Dr. Kenia Muñoz (Lisken Caribbean); Licda Virna Lisi Muñoz Javier 
(Lisken Caribbean); Laura Yoselyn Castillo Muñoz (Collaborator in Lisken 
Caribbean); Serggy Lisbeth Castillo Muñoz.(Collaborator In Lisken Caribbean); 
Francisco Alberto Castillo Muñoz (Collaborator In Lisken Caribbean); Vicenta Javier 
Peña (Collaborator In Lisken Caribbean).  

University: University Central Del Este (UCE) And University Autonoma De Santo 
Domingo (UASD).  

Other: Virna Lisi Muñoz Javier (Lawyer in Domincan Republic University); Felix 
Adam Laura Yoselyn Castillo Muñoz; IES Joan Ramis Educational Institute 
(Baleares-Menorca Island).  

Objective: Bring treatments for chronic pain to people with limited resources in the 
Dominican Republic. To contribute to the improvement of their quality of life and 
to diminish the disastrous incidences in the social surroundings of those who suffer 
it, diminishing the dire consequences (since we know of cases in which several 
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people around the world) have opted for suicide. Offer an update medical service 
under the European norms of Pain Treatment. 

Outcomes and Impact on Participants: Benefits:  
1. To have the right to free access to medical consultation and pain treatment, for 
the first time in the history of pain treatment in the Dominican Republic.  
2. Work performance of the patient within the different companies, reducing the 
incidence of sick leave that as a consequence of physical and emotional disability 
produces Chronic Pain.  
3. Notable improvement in the emotional environment of family and friends. These 
beneficial impacts could be identified by the patients and the families own 
testimony, in each medical consultation to control the evolution of the treatment 
established. 

Resources: The main initiative to bring pain treatment to low-income patients of 
the Dominican Republic, is that I have the experience of chronic pain by diagnosis 
of narrowing of the spinal cord lumbar canal plus disc protrusions from L3-L5. 
Listening at all times, the surgical offer of grammatologist and neurosurgeons, 
which I have never accepted for fear of risking disability or physical disability. For 
this reason, I was retired in the Armed Forces in the Dominican Republic, after 
twenty-four years of work. Another reason to carry out pain treatment for patients 
with limited resources, is that I have the information from experience that this 
medical service has been started for seven years and is circumscribed and a small 
nucleus of private medicine, to which they cannot access. It has made it easier for 
me to take this service to my land, having been trained as a doctor in the treatment 
of pain, by the medical team of Sine Dolore Organization, for four years.  

The financial and human resources were contributed by a servant plus the soliday 
help of Dr. Jordi Moya Riera. This work was carried out in the General and Specialty 
Hospital – The Altagracia, located in the East region of the island. Our thanks to 
the medical director Jaime Rodriguez, who opened the doors for us. Becoming the 
first hospital in our nation where for the first time, the treatment of chronic pain is 
initiated free of charge and available to all citizens, forming a precedent that has 
left its mark in the D.R.  

 

ANALYSIS 

Development of the good practice: In the medical consultation I assisted thousands 
of patients from different regions of the island. They were evaluated and a complete 
file of analytical and radiological studies was created to diagnose the etiology of 
chronic pain. Some were referred by specialist and others not. They received a 
multimodal treatment, according to the different scales of the world health 
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organization. The most common type of pain is the nociceptive, of somatic origin, 
neuropathic and variable intensity. Pain is most frequent in women. The most 
frequent etiologies: chronic low back pain due to disc protrusions, collagen 
degenerative diseases, diabetic and alcoholic neuropathy, muscle pain of unknown 
etiology, post-chemotherapy pain, and pain due to permanent injuries of the 
neuromuscular system.  

The patients who were taken to the operating room to install the invasive 
procedure, had their complete medical history plus and informed medical consent 
signed by both parties and under a rigorous control of asepsis-antisepsis and 
monitoring, until the patient awakes, with an intra-hospital admission for four or 
five hours. They were referred to consultations as psychiatrist, neurosurgery, 
urology and gynecology among others, in order to establish a joint treatment to 
those patients who warranted it. They were cited every three or four weeks to 
control the evolution. Oral anti-inflammatory analgesics were combined with 
omeprazole and in some cases Alprazolam. Constipation caused by opioids was 
treated with Movicol and the best tolerated antidepressant was Cymbalta. The 
majority of patients reported intolerance to Pregabalin as well as to Tramadol, 
especially in women. 

Factors enabling the process:  

1. To have learned about the modern treatment of pain, here in Europe.  
2. Be identified with the culture of the country to which the service was taken.  
3. Having personally known what chronic pain means.  
4. Sensitivity towards those who lack economic resources and suffer from it.  
5. Know the condition of the current situation in which the treatment of pain in 

the Dominican Republic.  
6. Be a professional anesthesiologist with the right to exercise in the Dominican 

Republic.  
7. Having met the organization SINE DOLORE in the island of Menorca. 
8. Have the opportunity to attend the congresses of the European Pain Federation 

(EFIC). 
9. Having met the only Theme Park in the World in the fight against pain and in 

favor of the quality of life: SINE DOLORE WORLD PARK.  
10. To have been motivated to the formation of Lisken Caribbean in the Dominican 

Republic, in order to bring the treatment of chronic pain to patients of limited 
economic resources. 
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EVALUATION 

Reproducibility: Yes. 

Innovativeness: Yes. It became the first activity of this category carried out in the 
history of pain treatment in the Dominican Republic. 

Added value: Of course, if it did. 

Appropriateness: Because it has positive repercussions in all our environment and 
in that of our generations. Let´s carry out efficient management of needs, for today 
and tomorrow. 

 

NEXT STEPS 

Lessons learned: That wisdom is in the multitude of counselors. That favoring 
people with scarce resources in their health needs in a positive way increases the 
stability in the industrial production of a nation, in addition to decreasing the 
casuistry of social resentment, which affects the family of patients. Collaborators 
are needed willing to face this fight against chronic pain and in favor of a better 
quality of life for those who from it, at it is gradually becoming the number one 
pathology worldwide, regardless of their pathology.  

Key takeaways:  

1. Helping the ones in need, is equivalent to good job performance and emotional 
stability among the residents of a nation, in terms of pain treatment.  
2. We must give our best, in order to receive the best. 

Next steps:  

1. Focusing on the priorities of these patients is equivalent to the well-being of 
everyone in a nation.  
2. This suffering of many, affects the stability of all. 
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OTHER INFORMATION 

Notes: The ̈ NO BRAIN, NO PAIN¨, needs an adjunct treatment with other medical 
specialties, which serve as support in order to provide the best to these patients. 
The theory of some scientists who have wanted to give credibility, that the people 
living in the Caribbean area do not suffer from chronic pain, due to a chemical 
component existing in the waters of the Caribbean Sea. In the Dominican Republic 
there are many people who suffer from this disease, and the worst: Without access 
to treatment, since it is circumscribed to a small nucleus in private medicine at a 
high cost. 
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GOOD PRACTICE N.34: KNOWING AND EDUCATING ABOUT PAIN 
IN CHRONIC DISEASE 

 

CONTACT PERSON 

Name: María 

Surname: Gálvez  

Organization: Spanish Patient 
Platform 

Position: CEO 

Country: España 

Country region: Madrid 

Email: 
direccion@plataformadepacientes.org 

Phone number: 645 382 672 

Information about Good Practice Applicant: She is the project leader and the CEO 
of the organization. 
 

DESCRIPTION 

Title of the Good Practice: Knowing and Educating About Pain in Chronic Disease 

Category: Empowerment; Clinical practices.  

 

Location: Spain 

Project Timeline: 

Start: February 2018 

End: December 2018 

 

Stakeholders involved:  

Civic organisations: Spanish Patient Platform. 

Healthcare professionals: Spanish Pain Society. 
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Objective:  

1) To identify the biopsychosocial needs of people living with a disease and pain. 
2) To inform and educate these people about the importance of identifying, 
assessing and verbalizing pain.  
3) Propose a variety of actions that aim to improve the lives of those people who 
suffer from a painful disease by including all the agents of interest.  

Outcomes and Impact on Participants: We want to improve the journey of those 
patients suffering from a chronic disease, since we know that it takes more than 5 
years on average to be referred to a specialist pain unit. 

Resources: We have launched a survey that has been completed by more that 
1000 patients. We are working with the Spanish Pain Society and an external 
consultant. 

 

ANALYSIS 

Development of the good practice: The following actions are proposed to be 
developed within the framework of the project:  
1) A micro-survey aimed at patients with chronic disease/chronic symptoms to 
identify the biopsychosocial needs in relation to pain. It will be defined jointly with 
the SED. The survey will be conducted through an online channel and 1 
multidisciplinary discussion group (SED, AAPP, doctors, patients, etc.) with the 
objective of discussing the results of the survey and focusing on the proposals of 
actions from all perspectives.  
2) The drafting of a document/report that includes the current situation of patients 
with chronic disease who are in pain and proposals for action. This document will 
be shared with all patient organizations integrated in the POP so that they can use 
it and integrate it into their actions.  
3) Press release and incorporation of pain content generated on the POP website. 
Incorporation in the planning of social networks for 3 weeks. 

Means used to overcome or remove the obstacles: We ask our organizations to 
send the survey by post.  

Factors enabling the process: The collaboration between health professionals and 
patients. 

 

EVALUATION 

Reproducibility: It is a study that is possible to reproduce in other countries. 
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Innovativeness: Yes, there is no similar study.  

Added value: Delves into the impact of pain in all areas of a person's life and the 
difficulty in accessing a specialist who treats it.  

Appropriateness: Yes. 

 

NEXT STEPS 

Lessons learned: Including other health professionals. 

Next steps: To present the study in other regions of Spain. 
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GOOD PRACTICE N.35: ALTERNATIVES TO LEARN TO DEAL WITH 
DAILY PAIN 

 

CONTACT PERSON 

Name: Vera Lúcia 

Surname: Pinto 

Organization: FORÇA3P - Associação 
de pessoas com dor  

Position: Chairman of the board 

Country: Portugal 

Country region: Porto 

Email: geral@forca3p.pt  

Phone number: 935717093 

Information about Good Practice Applicant: Vera is chairman of FORÇA3P's 
Association of People with Pain. She is tireless and always gives her best to help 
the largest number of people who live with pain every day, whether they are our 
associates or not. She is the leader of a hard-working and cooperative team that 
brings strength to the association through its support, trust, and constant presence. 
Forca3P was created by a group of women who were tired of trying to survive the 
pain alone, felt misunderstood and did not receive great help. We want to help 
those who suffer like us. 

 

DESCRIPTION 

Title of the Good Practice: Alternatives to Learn to Deal with Daily Pain 

Category: Empowerment; Innovation. 

 

Location: Portugal 

Project Timeline: 

Start: January 2019 

End: April 2021 
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Stakeholders involved:  

Civic organisations: Parish council of Paranhos - gives us space for meetings, 
workshops and seminars. 

Healthcare organisations: Clinica Malheiro & Sampaio; Dr. Daniel Leal; Clinic 
Unilabs.  

Health professionals: Carina Raposo - nurse in a pain unit Dra; Teresa Flor de Lima 
- medical researcher Dra; professor Isaura Tavares; researcher Sara Pereira; nurse 
Gisela Brandão; speech therapist Dr. Ananda Fernandes; pediatric specialist nurse 
in the area of pain Dra Daniela Queirós - Clinical Psychologist. 

University: Faculty of Medicine of the University of Porto - Department of 
Biomedicine Unit of Experimental Biology (CIM-FMUP). It is our headquarters.  

Other: Partnership with Gaia Professional Rehabilitation Center (CRPG). They 
publicize our activities and reintegrate people with chronic pain into the world of 
work through the training they provide.   

Objective: Empower your associates and their families, friends, the media and 
information caregivers to deal with chronic pain. Sensitize children from schools.  

Outcomes and Impact on Participants: Empowering means and strategies for the 
largest number of people with pain. Given that in Portugal about 37% of the 
population has or already had some moderate or severe pain, we intend to train 
and re-educate at least 15% of the number mentioned above. 

Resources: Media, social networks, informational material and an app. The APP 
will be developed to be used by both children and parents. It will be suitable for 
children from 6 to 18 years. We hope to complete this tool later this year. 

 

ANALYSIS 

Development of the good practice: The development of the good practice will be 
divided into two follow-ups, although they are connected and work almost 
simultaneously. It is urgent to change mentalities and prejudices, given that in 
Europe there are more than 150 million people with chronic pain and that in 
Portugal the annual cost related to chronic pain exceeds 4.5 billion euros every 
year, which corresponds to more than 2 "of Portuguese annual GDP. Underlying 
this reality is the suffering of millions of individuals affected by pain, as well as 
their families and caregivers. It is up to us as an association of people with pain to 
make a difference.  
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1) Awareness actions with schools through lectures, information material and the 
creation of an app. Since there are children who deal daily with pain, be it for him, 
to see a father, a mother or a close relative to live this scourge of our society. We 
have to demystify the stigma that is chronic pain. And if you already know the old 
Portuguese saying "it is small that the cucumber twists" and children being our 
future, we will start by raising awareness among the little ones. Children are the 
best ambassadors to open the horizons of adults. A children's book that talks about 
chronic pain will be released next month; we will draw upon the imagination of 
children to explain how chronic pain can affect the human being.  
2) Congresses, seminars and workshops for our associates and for the general 
population. Also, a book for adults in the form of a short story will also be launched 
this year. The stories will be based on the actual testimonies of people who live in 
pain every day. We believe that the empowerment of the person with pain aiming 
at socializing, sharing, and having as a possibility the development of strategies to 
deal with pain. We want to encourage people with pain to leave home, to get along 
and do some physical exercise. Therefore, we are organizing lectures and outdoor 
gatherings. 

Means used to overcome or remove the obstacles: To meet people and to make 
motivational and sensitizing videos using real stories and faces so that those who 
live isolated and/or tormented can identify with us and thus open the door to get 
out of that torment. Only by working together we can meet this enormous social 
challenge. 

Factors enabling the process: Workshops; outdoor activities; clearing sessions; 
support of health professionals to listen to and clarify doubts; books of short stories 
for adults and one book especially for children. 

 

EVALUATION 

Reproducibility: Yes. It Can be applied anywhere in the country or the world, but 
we need to adjust to the reality of each location. 

Innovativeness: Yes, because it is the first time that an association decides to bet 
on children's sensibility and then to raise awareness among adults. 

Added value: A higher quality of life is priceless as not everyone knows what they 
have lost with their pain. However, if something does not have a monetary value it 
can only be said that the value added exceeds all expectations. 

Appropriateness: Yes. The good practice involves people with chronic pain, 
hospitals with pain units, family and friends, medical schools.  
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NEXT STEPS 

Lessons learned: Loneliness overcomes the attempt to deal with pain, for fear of 
failure. 

Key takeaways: Get more information. Disarm the pain and associated bias. Help 
to cope with a new way of living (with chronic pain). 

Next steps: Go to schools to listen to both children and parents. Implement the 
project more and more. 

 

OTHER INFORMATION 

Notes: The association was born on December 13, 2016 and has been growing 
gradually since then. However, in the last year we have almost doubled the 
associates and tripled the initiatives we carry out. We have a wide range of 
partnerships in the most diverse areas of activity. Thanks to these partnerships our 
associates have the possibility to take advantage of alternatives that our national 
health system does not provide, as well as complementary medicines. We also 
have partnerships in the area of training and qualification of skills, in specialized 
transportation for those with limitations. The purpose of the association is to 
support people with chronic pain and for this we promote pain-related actions in 
their social, educational, cultural, scientific and research aspects without any 
lucrative purpose. We: 
- Contribute to the social support and humanization of care for the person in pain 
and their family. 
- Promote knowledge and understanding of the pain problem, through publicity 
campaigns and awareness raising actions. 
- Promote meetings, conferences and congresses, and research work. The 
association exists to help and that is why Vera works daily. 
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GOOD PRACTICE N.36: THE CASE OF THE RED APP, A COMPASS 
FOR PATIENTS AND HEALTHCARE PROFESSIONALS 

 

CONTACT PERSON 

Name: Paolo 

Surname: Notaro 

Organization: ASST Grande Ospedale 
Metropolitano Niguarda  

Position: Pain care unit director at the 
ASST Niguarda and coordinator of the 
local pain management network 
(RED-Milano) 

Country: Italy 

Country region: Lombardy 

Email: red@ospedaleniguarda.it  

Phone number: 0264448519 

Information about Good Practice Applicant: Paolo Notaro is the director of the pain 
care unit of the Niguarda Hospital in Milan. Since January 2017 he has also 
worked as coordinator of the local pain management network of Milan and as 
leader of the submitted project. He has developed the current model of care and 
treatment of acute and chronic pain and he is currently responsible for the model 
and the application of technology for the control of difficult and multidisciplinary 
pain management. He collaborated in the creation and network development of 
Palliative Care with non-profit agencies, ATS and numerous hospitals of Milan.  
- Expertise in managing conflicts and resistance to social and organizational 

changes. Ability to work and motivate a team to reach its objectives. 
- 1st prize for best scientific publication SIAARTI Turin in 1997 and 2nd prize 

for best scientific publication SIAARTI Udine in 1998. 
- Goldon Ministry of Health 2017 first prize winner. 
- Auditor, scientific manager, speaker, moderator in over 340 major training 

courses and conferences.  
- He is the author of 98 major scientific publications in conference proceedings, 

journals and books, as well as of 9 editorial texts. 
- He participated in various experimental studies as principal investigator, 

international multi-center studies of stage 3B and 4 level. 
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DESCRIPTION 

Title of the Good Practice: Supporting Local Pain Care Network Development and 
Patient Empowerment Through M-Health: The Case of the RED App, a Compass 
for Patients and Healthcare Professionals 

Category: Empowerment; Innovation; Clinical practices; Professional education. 

 

Location: Milan, Italy 

Project Timeline: 

Start: December 2017 

End: May 2018 – yet ongoing.  

 

Stakeholders involved:  

Civic organisations: No Pain Onlus. 

Healthcare organisations: ATS Milano Città Metropolitana, ASST Grande Ospedale 
Metropolitano Niguarda, ASST Fatebenefratelli-Sacco, ASST Santi Paolo e Carlo, 
ASST Pini-CTO, IRCCS Istituto Nazionale Tumori Milano, IRCCS Policlinico di 
Milano, IRCCS Istituto Europeo di Oncologia, Istituto Clinico Città Studi. 

Health professionals: Pain care and other hospital specialists involved in the 
treatment of patients affected by acute and chronic pain; general practitioners. 

University: Politecnico di Milano.  

Other: Ordine dei Medici Chirurghi e degli Odontoiatri di Milano.   

Objective: The Pain Care Network of Milan was born in January 2017 after 2 years 
of intense work and efforts. The network includes the most important pain care 
centers of the city and ASST Niguarda is its hub. The network aims first at enabling 
the prompt access of patients referred by their general practitioners to the pain care 
specialists and second it aims at improving the quality of pain care throughout the 
healthcare system by defining and sharing care protocols on the most common 
pain syndromes.  
In order to increase the level of integration among the centers within the network 
and with the general practitioners as well as to provide a smart communication 
tool with primary care doctors and patients, the network needed an ICT support. 
Niguarda, together with the others pain care centers of RED and a team of students 
of Politecnico di Milano, designed a mobile application with 4 main objectives:      
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a) being a compass for citizens and general practitioners by providing information 
about pain care and the RED network (centers, services, settings, contacts); b) 
facilitating communication between patients/primary care physician and pain care 
centers; c) sharing information and documents for physicians and patients on 
clinical pathway protocols and treatments; d) supporting the patient flow 
management within the network. 

Outcomes and Impact on Participants: Even today, despite international studies 
showed the negative impact of pain on citizens health and healthcare expenditure, 
healthcare professionals tend to underestimate this problem. Patients affected by 
chronic pain struggle to have the right recognition of their disease and often they 
are not believed by their doctors. This app helps pay specific attention to the needs 
of patients affected by chronic and acute pain. The RED app contains information 
about pain syndromes, pharmaceutical and surgical treatments and also about the 
services delivered by each one of the pain care centers in Milan and the contact 
details for each pain care unit. Patients can find information about their disease, 
the pain care center’s specialization and services and, above all, they can give this 
knowledge to their general practitioner. At the same time, this app enables general 
practitioners to perform the most appropriate referral of their patients with chronic 
and acute pain. For patients with complex needs, general practitioners can contact 
pain care units in order to present the clinical case and ask the opinion of pain care 
specialists, increasing the promptness of the referral. Also, the RED app contains 
a private section for the clinicians where they can contact the pain center and book 
the pain care first access. 

Resources: The ASST Niguarda disseminated a fundraising call and collected about 
7.000 euros. It then published a call for bids and selected the ICT partner that 
built the RED app.  

 

ANALYSIS 

Development of the good practice: The RED app was designed with the support of 
a management and clinical engineer students’ team of the Politecnico di Milano. 
The students interviewed the coordinator of the RED network in order to define the 
main objectives of the app. They proceeded with a literature review on e-health 
supporting healthcare network management and with several interviews with the 
main stakeholders of the project: pain care specialist, primary care physicians and 
patients. They developed the design of the RED app and defined the exploitation 
plan. Niguarda found the resources to finance the RED app project, selected the 
software developer and participated to the test of the app. The RED app was 
released in May 2018 on both Android and Apple stores.  
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Physicians and patients can download the app for free. Patients and physicians 
can find information about the pain care centers within the RED network, including 
contacts and specifications on treatments delivered, and they can download 
scientific documentations produced by different centers on specific clinical 
pathways. Additionally, physicians can access to a private area where they can 
contact the pain care centers and book an appointment for their patients in one of 
the RED pain management centers. 

Means used to overcome or remove the obstacles: ASST Niguarda worked together 
with other pain care centers and the local health authority ATS Milano and also 
involved the physician trade association (Ordine dei Medici di Milano). Thanks to 
this collaboration, RED network services and the RED app were presented to the 
general practitioner community in several training meetings in 2018 and 2019. 

Factors enabling the process: The factor enabling the RED app project is the strong 
commitment of the strategic directorate of hospitals and of the local health 
authorities to support communication between the RED network and general 
practitioners. 

 

EVALUATION 

Reproducibility: High level of reproducibility in presence of a local pain care 
network. 

Innovativeness: RED app fosters the pain care network potential, breaking the 
barrier between patients and general practitioners and between general 
practitioners and pain care specialists. 

Added value: The RED app represents a real tool for improving the quality of care 
pathways of patients affected by chronic and acute pain. 

Appropriateness: Yes. The RED app can increase care pathways appropriateness, 
contributing to the containment of the healthcare expenditure.  

 

NEXT STEPS 

Lessons learned: The RED app represents a new way to empower patients with 
chronic and acute pain and to connect healthcare professionals and organizations. 
However, in order to have an effective impact on the experience of patients and on 
the quality of care, it is necessary to maximize the dissemination of the app. 
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Key takeaways: This project represents a good practice in the pain care 
environment because:  
- It improves the consciousness of patients; 
- It contributes to the orientation of patients; 
- It enables general practitioners to perform the most appropriate referral; 
- It breaks the barrier between general practitioners and pain care specialists.  

Next steps: In order to increase the dissemination of the RED app, the pain care 
centers of RED are considering the involvement of pharmacies through a 
communication campaign in Milan. 
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GOOD PRACTICE N.37:  

EFFECTS OF PHYSICAL EXERCISE AND HYDROTHERAPY IN PAIN, 
HEALTH AND QUALITY OF LIFE: THE AL-ÁNDALUS PROJECT II 

 

CONTACT PERSON 

Name: Manuel 

Surname: Delagado Fernández 

Organization: University of Granada 

Position: Professor 

Country: Spain 

Email: manueldf@ugr.es  

Phone number: +34 958244375 

Information about Good Practice Applicant: Manuel Delgado-Fernández is full 
professor (with Chair) in the Department of Physical Education and Sport at the 
Faculty of Sport Sciences of the University of Granada, Granada, Spain. Manuel 
got his BSc and PhD in Biomedical Research at the University of Granada in 1988 
and 1991 respectively. Since then, he has been working as a Professor at the 
University of Granada. He is the current director of the research team PA-HELP 
(Physical Activity for Health Promotion), CTS1018. He has participated in 28 
research projects (2 European, 16 national, 10 regional) and 9 research contracts 
– in 13 as the Principal Investigator. He has been invited to participate as speaker 
in several conferences and is the author of more than 200 communications in 
nationals and internationals conferences. He has been evaluated as an Excellent 
Teacher with an average score of 97 out of 100. He has been supervisor of 28 
PhD thesis (6 Europeans, 4 PhD thesis prizes, Award Instituto Andaluz del Deporte 
and Award COLEF-Andalucía) and 26 master’s Final Works (since 2000-01, 2 
prizes). Supervisor of 7 FPU/FPI Research Fellow and Principal Investigator of 21 
research contracts. The National Board of Sport and Physical Activity Professionals 
awarded his professional labour. 
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DESCRIPTION 

Title of the Good Practice: Follow-up and Genetic Modulation in Fibromyalgia: 
Effects of Physical Exercise and Hydrotherapy in Pain, Health and Quality of Life: 
The Al-Ándalus Project II 

Category: Clinical practices.  

 

Location: Andalusia, Spain.  

Project Timeline: 

Start: 01 January 2014 

End: 31 December 2017 

 

Stakeholders involved:  

Civic organisations: Fibromyalgia associations from different provinces of Andalusia 
(southern Spain); Andalusian Fibromyalgia Federation (ALBA); National 
Confederation of Fibromyalgia and Chronic Fatigue Syndrome; Spanish Society of 
Rheumatology. 

Healthcare organisations: Andalusian Health Service - Regional Ministry of Health 
from the Andalusian Government, Provincial Center of Labor Risk, Andalusian 
School of Public Health, Andalusian Sport Institute. 

Health professionals: The main research professionals involved in the good practice 
are Manuel Delgado Fernández; Víctor Segura Jiménez; Inmaculada Álvarez 
Gallardo; Blanca Gavilán Carrera; Fernando Estévez López; Pedro Acosta Manzano; 
Milkana Borges Cosic; Virginia Aparicio García Molina; Inmaculada García 
Rodríguez; Manuel Herrador Colmenero. 

University: University of Granada.  

Objective: The overall objective was to determine the 5-year evolution of 
fibromyalgia in a representative sample of the Andalusian population, as well as to 
analyse the influence that certain genotypes could lead on lifestyle, 
symptomatology, health-related quality of life and on the effects of physical exercise 
and hot-water hydrotherapy as treatment of this disease.  
Specific aims:  
1. To track the levels of physical activity and sedentary behaviors, functional 
capacity, degree of pain, overall health and quality of life in a representative sample 
of the Andalusian population with fibromyalgia (n=300) and a sample of healthy 
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people (n = 300) of the same age (20-65 years) and sex, over a period of 5 years 
(5-year follow-up study). 
2. To examine the possible genetic modulation in the variables analysed: genotype-
phenotype association study; cross-sectional study.  
3. To determine and compare the effect of two intervention programs (physical 
exercise [combination of aerobic and strength training] in hot water vs hydrotherapy 
in hot water) compared to a control group on the degree of pain (main objective), 
overall health and quality of life (secondary objectives) in patients aged 20-65 
years with fibromyalgia: Intervention (randomised controlled trial) study.  
4. To determine possible genetic modulators in the response to the physical 
exercise: genotype-exercise-phenotype interaction study. 

Outcomes and Impact on Participants: The main variables of the study were:  
- Body composition by bioelectrical impedance analyses (InBody R20, 

Biospace, Seoul, South Korea).  
- Physical fitness by standardised performance- based tests (e.g., the back 

scratch, arm curl, and 6-min walk tests).  
- Fibromyalgia impact and quality of life by the Fibromyalgia Impact 

Questionnaire (FIQ) and Short-Form Health Survey 36 (SF-36).  
- Sleep quality and fatigue by the Pittsburgh Sleep Quality Index and 

Multidimensional Fatigue Inventory.  
- Tenderness by a physical examination with a standard pressure algometer 

(FKP 20; Wagner Instruments, Greenwich, CT, USA) at 18 tender points 
according to the American College of Rheumatology (ACR).  

- Pain by subscales of the FIQ (pain), SF-36 (bodily pain), and the ACR 
questionnaire for the modified 2010 preliminary criteria (widespread pain 
index), and visual analogue scales.  

- Cognitive performance by the Paced Auditory Serial Addition Task and Rey 
Auditory Verbal Learning Test to measure working memory and declarative 
memory.  

- Physical activity and sedentary behaviours with triaxial GT3X+ accelerometers 
(Actigraph, Pensacola, FL, USA) over 7 consecutive days.  

- Genetics by genotyping in saliva samples, after amplification with the 
polymerase chain reaction (PCR) technique. To avoid patients’ flares-up, the 
assessments were distributed over 3 consecutive days. 

Resources:  

Human resources: More than 40 researchers from national and international 
Universities were involved. Only some of them are mentioned. National researchers 
from the University of Granada (Manuel Delgado-Fernández, Milkana Borges Cosic, 
Blanca Gavilán Carrera, Pedro Acosta Manzano, Fernando Estévez López), Cádiz 
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(Inmaculada Álvarez Gallardo and Víctor Segura- Jiménez), Almería (Antonio Jesús 
Casimiro-Andújar and Alberto Soriano-Maldonado), Sevilla (Diego Munguía), 
Huelva (Ángela Sierra Robles), and Jaén (Pedro Latorre Román). International 
researchers from Utrecht University (Rinie Geenen), Ulster University (Joe 
McVeigh), the Parker Institute (Marius Henriksen), and the University of Porto 
(Jorge Mota), among others.  

Funding: We were awarded with a total of €372,000: €121,000 for equipment 
(e.g., organic DNA extraction methods, algometers, accelerometers, pulsometers, 
etc) and €251,000 for hiring PhD Candidates and Research Assistants. Main 
funder: Spanish Ministry of Economy and Competitiveness.  

Infrastructures: The fundamental infrastructures were located at the Faculty of 
Sports Sciences (FCD), the Research Institute of Sport and Health (iMUDS), and 
the Traumatology and Rehabilitation Section of the Virgen de las Nieves Hospital. 
Overall, we had biomedical laboratories, psychological and social laboratories, 
therapeutic pools and sport infrastructures. The physical training of the randomised 
controlled trial (RCT) study was carried out in the above-mentioned setting. 
  

ANALYSIS 

Development of the good practice:  

5-year follow-up study.  
- Participants: We focused on recruiting a representative sample of women with 
fibromyalgia from Andalusia: 300 fibromyalgia patients aged between 20 and 65 
years of age, and 300 age-matched non-fibromyalgia participants (controls).  
- Variables: See Outcomes section.  

Intervention (randomised controlled trial) study.  
- Participants: A total of 180 women with fibromyalgia were randomly allocated to 
the water-based, to the warm-water physical exercise intervention group (n = 60), 
warm-water hydrotherapy intervention group (n = 60) or to the usual care group 
(group control, n = 60), after the baseline measurements.  

Intervention: The intervention groups trained 3 days/week (60min/session) for 24 
weeks. Both groups received the treatment in a warm-water pool (> 32ºC) with 
an approximate depth of 1.20 m. The exercise sessions were supervised by a 
Bachelor of Sport Sciences, who worked with groups of 10-12 patients. To reduce 
abandonment and maintain adherence to the training program, all sessions were 
accompanied by music.  
- Warm-water physical exercise group: Exercise intensity between 50% to 80% of 
the reserve heart rate (taking as maximum heart rate 209-0.73 x age). Each 
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session included 10 minutes of warm-up; 35-40 minutes of aerobic and strength 
exercises, and 10 minutes back to calm. The intervention included exercises to 
improve aerobic capacity, muscle strength and range of joint mobility.  
- Warm-water hydrotherapy group: While in the pool, participants received the bath 
in hot water in bipedal positions, seated and recumbent on mattress, trying to keep 
most of the body in immersion (as a group of physical exercise). They will not 
perform any type of physical exercise or specific relaxation technique. Participants 
randomly assigned to the usual care (control) group received general advices about 
the positive effects of physical activity and guidelines about how to increase the 
daily physical activity levels. Variables: Outcomes section.  

Means used to overcome or remove the obstacles:  

1. To deliver personal assessment reports to the studied participants.  
2. To remember the social, clinical, and research importance of the study to the 
participants (via phone calls and letters).  
3. To organize conferences during the duration of the project, during which the 
main findings were presented to the participants in an appropriate, easy and plain 
language. 
4. To participate on mass media presenting the main findings of the study. When 
possible, we invited participants to talk on mass-media about their experiences 
taking part in our study.  
5. To reduce participants drop out and to maintain their adherence to the training 
program. In the exercise intervention group, all sessions were accompanied with 
music; the exercises were adapted to the characteristics of the participants when 
it was necessary and designed to their preferences. In the hydrotherapy group, 
researchers tried to maintain banal conversations and play some simple board 
games to spend time in the water. We observed that patients’ participation on TV, 
radio, and print press is the most effective way to promote the importance of our 
work to this illness, to create awareness and to improve their adherence. 

Factors enabling the process:  

1. Support provided by the Federation of Fibromyalgia patients from Andalusia, 
which was very helpful, especially when the study was designed and when 
participants were recruited.  
2. Multidisciplinary team composed by Sport Scientists, Rheumatologists, 
Psychologists, Physiotherapists, Occupational therapists, etc.  
3. Previous experience working with people with fibromyalgia. The Principal 
Investigator and five researchers started to conduct research among people with 
fibromyalgia in 2007. Of particular value was having carried out previous studies 
with physical exercise programs.  
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4. Research team composed by enthusiastic and bright team players. The burden 
of fieldwork imposed by the logistic of the al-Ándalus project has been huge. 
However, the combination of enthusiastic and bright (senior and junior) researchers 
with a strong team attitude helped us build a positive environment to face 
adversities (e.g., very long working days).  
5. Collaborations with top researchers in the field. Around 20% of the manuscripts 
published involved to top international researchers, which was very enriching for 
us. Four PhD candidates have done short stays where they acquired generic skills 
(e.g., data analyses) and specific knowledge (e.g., potential mechanisms of 
fibromyalgia).  
6. Facilities. We did not have to pay facilities expenses thanks to the collaboration 
with other centres who allowed us to use their facilities and infrastructures. 

 

EVALUATION 

Reproducibility: All the assessments were carried out by researchers fully trained 
to standard measurement and assessment protocols to reduce inter-examiner error. 
Additionally, we used valid and reliable instruments following, which allows 
reproducibility. We have also validated some questionnaires in this population. 
Moreover, most of the assessment were carried out are easy and cheap. A pilot 
study of the intervention study was performed to analyse the feasibility to the 
intervention program (hydrotherapy [warm water] vs exercise [combination of 
aerobic and strength training] in warm water). The pilot study allowed us to know 
the progress in the decrease of the body temperature of the participants, and its 
association with the feeling of cold and pain in this population. Furthermore, to 
guarantee reproducibility of the physical exercise programmes (intervention RCT 
study), we have written a book showing all the exercises and sessions of the 
intervention, which is in progress and will be available freely in the next months. 

Innovativeness: To our knowledge, and despite the important clinical implications, 
no study has tracked the levels and patterns of objectively measured physical 
activity and sedentary behaviors, functional capacity, body composition, pain, and 
overall health status and quality of life in women with fibromyalgia over a 5-year 
period examining the possible genetic modulation of the studied variables. Another 
innovative aspect of our project is that the study design will allow us to examine in 
depth the prognostic value of physical activity, functional capacity, pain, health 
and quality of life in women with fibromyalgia. The assessment of a relative high 
number of women with fibromyalgia (which was representative from Andalusia) 
allowed us to provide reference values for this region in Spain of a wide range of 
health-related dimensions, which will be highly valuable to evaluate the effects of 
interventions as well as to identify the patient’s status and to compare with other 
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patients of the same age and sex, evolution of the disease, etc. Also innovative is 
the evaluation of the effectiveness of hydrotherapy vs exercise in warm water 
intervention training. Whether the benefits of hydrotherapy are similar to those 
observed in the exercise in warm water is not fully understood. To better understand 
this issue is also of a novel contribution of the project, as well as to examine the 
influence of possible genetic modulators in the responses to the interventions 
genotype-exercise-phenotype interact. 

Added value: It is necessary to introduce new practices and innovations in the 
provision of health services that maximize the use of resources, define a strategy 
of financial sustainability and enhance those activities for prevention and early 
detection of pathologies that, in the long term, allow an extension of the culture of 
health and, therefore, a reduction in the burden of the disease. The inclusion of 
exercise as a therapy is expected to reduce the Public Health System costs and 
increase the quality of life of these patients. The knowledge generated in this field 
should allow an advance in our way of understanding the disease and its biological 
bases, impacting on the framework on which to develop effective preventive and 
therapeutic interventions to be able to treat chronic pain. The longitudinal study 
will indicate whether changes in the level of physical activity are associated with 
changes in overall health of patients. This will establish the cost- effectiveness to 
promote strategies for the acquisition of active lifestyles in order to minimize the 
impact of fibromyalgia on the patient and on the Health System. This project is 
characterized by its high social impact. The process of patient recruitment and 
assessment is developed through patient associations. This implies that the 
associative sector is strengthened, its active role is encouraged, the knowledge of 
the disease is improved, and the development social relationship are stimulated 
between patients. 

Appropriateness: Given the complex symptomatology of fibromyalgia and its 
unknown etiology, to identify modifiable factors that are associated with a better 
prognosis of the disease is of clinical interests. Our study helps to advance in the 
understanding of the disease by including the assessment of several symptoms, 
tracking their evolution along time and stablishing associations between health 
style patterns and those symptoms. One of the targets of the current project is to 
inform the society, and specifically participants and doctors about possible effects 
of being physically active, avoiding sedentary behavior and performing exercise as 
therapeutic management of this disease. Therefore, the results are communicated 
in layman’s terms so that the message reaches easily patients and relatives. All 
information about project findings is transmitted through fibromyalgia local 
associations, radio, newspapers and television, being totally available. 
Furthermore, there is a permanent communication with the Ministry of Health and 
the Andalusian Institute of Sports and the Andalusian Center for Sports Medicine 
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of the Ministry of Tourism, Trade and Sport of the Junta de Andalucía. Also, with 
the Andalusian Observatory of Occupational Risk Prevention and with the Superior 
Council of Sports.  

 

NEXT STEPS 

Lessons learned: For potential research groups interested in replicating the al-
Ándalus project in other countries or Spanish region our main suggestions would 
be as follow: First, creating a multidisciplinary team in which patients are also 
involved is key for a successful project. People with fibromyalgia are always willing 
to help. Second, exercise as a therapy for patients with fibromyalgia requires an 
adaptation period that could involve a slight worsening of symptoms. It is important 
that patients are aware of this natural period and it is crucial to encourage them to 
continue exercising so they can get benefits in the long-term. Third, it is important 
that exercise protocols are described in detail and provide sufficient information to 
warrant replication and a clear understanding on how the different components of 
physical fitness must be trained along an intervention period for fibromyalgia. 
Fourth, low adherence to exercise interventions and attendance to follow-up 
assessments are relevant issues that needs to be foreseen. Planning strategies such 
as regular calls to participants, rewards or personal assessment reports will help to 
prevent lost to follow up. Fifth, to actively participate in mass-media disseminating 
your main findings will be very appreciated by patients and relatives. When 
possible, to give the opportunity to patients to talk about their experience in such 
events. 

Key takeaways: From the 5-year follow-up studies the preliminary findings showed 
that more active lifestyle (less sedentary time and more physical activity) and better 
physical fitness level could be determinants of better fibromyalgia symptomatology 
progress over time. Therefore, they are suggested as potential powerful marker of 
health in fibromyalgia. Also, we could observe genetic susceptibility for 
fibromyalgia that is linked to certain genes and single nucleotid polimorphisms 
related to pain threshold and mental health. We also hypothesized a potential 
genotype- phenotype interaction where physical activity and fitness might have a 
predictive role. Furthermore, preliminary results from the intervention study suggest 
that exercise in warm water could have greater benefits on pain, disease impact 
and quality of life in fibromyalgia compared to hydrotherapy itself. 

Next steps: We have been recently funded to initiate other research study to 
compare the genotype and phenotype of fibromyalgia patients and patients 
suffering from other symptom-related diseases (chronic low-back pain, rheumatoid 
arthritis, and depression). Thanks to this new study, we will be able to determine: 
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(i) whether single nucleotid polimorphisms related to fibromyalgia susceptibility are 
also present in patients with other symptom-related diseases, (ii) whether there are 
differences in body composition, physical fitness, physical activity, psychosocial 
and clinical variables between fibromyalgia patients and patients with other 
symptom-related diseases, (iii) whether the physical fitness tests can help to 
discriminate patients with fibromyalgia and patients with other symptom-related 
diseases, (iv) whether the diagnosis criteria for fibromyalgia from 2011 is able to 
discriminate between fibromyalgia and symptom-related diseases, and (v) whether 
the associations between lifestyle, physical fitness and body composition with 
health outcomes in fibromyalgia are specific for fibromyalgia or common among 
symptom-related diseases. 

 

OTHER INFORMATION 

Notes: These are the links to the website of the research group and to the website 
of the al-Ándalus project, respectively. It is possible to find further information 
about our research activities: 
- https://pa-help.es/       
- http://www.alandalusfibromialgia.com/  
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GOOD PRACTICE N.38: SUPPORTING SELF-MANAGEMENT OF 
PAIN USING ONLINE TOOLS 

 

CONTACT PERSON 

Name: Christine 

Surname: McMaster 

Organization: Public Health Agency 

Position: Consultant in Public Health 
Medicine  

Country: Northern Ireland 

Country region: United Kingdom 

Email: Christine.mcmaster@hscni.net  

Phone number: 07717731804 

Information about Good Practice Applicant: Dr. Christine McMaster from the Public 
Health Agency is leading the work of the Regional Pain Forum. The forum was 
established following Ministerial approval of seven of the ten recommendations the 
Painful Truth report made as reported in previous editions. The Service User and 
Carer Reference Group established as an essential part of this has an advisory role 
and its members also participate in the forum and its working groups. Christine 
submitted a 5-year plan for pain services in Northern Ireland with the Health and 
Social Care Board to the Department of Health. The plan is based on 
recommendations from forum members and their expertise. It outlines what is 
needed to establish a robust pain management service for Northern Ireland in 
communities, general practice and hospitals. 

 

DESCRIPTION 

Title of the Good Practice: Supporting Self-Management of Pain Using Online 
Tools 

Category: Empowerment. 

 

Location: Belfast, Northern Ireland 
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Project Timeline: 

Start: November 2016 

End: August 2018 – yet ongoing. 

 

Stakeholders involved:  

Civic organisations: The Patient Client Council; The Department of Finance.  

Healthcare professionals: The Public Health Agency; Our Five Health and Social 
Care Trusts; The Health and Social Care Board.  

Other: Northern Ireland Pain Forum. 

Objective: The objective of this work was to design an online tool, or multiple tools, 
which could support patients as they self-manage their pain, and provide them 
with the information they require to do so. This would lead to more independence 
and better quality of life for the patient, improve their health and social care 
outcomes, and contribute to a more sustainable health and social care service in 
Northern Ireland. Key messages about how to meet the needs of people living with 
persistent pain in the form of ‘personas’ based on real people and ‘calls-to-action’ 
were developed, which pointed social media users to interventions that might help 
them manage their pain, such as download a ‘pain toolkit’ self-help resource; or 
watch gentle exercise videos; or view and share tips on how to ease persistent pain.  

Outcomes and Impact on Participants: Service users were given a baseline survey, 
then asked to go online and engage with the campaign, and 6 weeks later were 
surveyed again. Of those who completed both surveys, almost 40% reported that 
their habits had changed. After engaging with information on MyNI they had tried 
alternative therapies, become more active and/ or connected with others. 

Resources: Funding of £5000 was used for a consultation with service users and 
providers, run by the Northern Ireland Public Sector Innovation Lab, followed by a 
hackathon organised by a volunteer group named ‘code for good’ working alongside 
patients, professionals and five volunteer IT professionals teams, who were 
competing to come up with the best digital solution. Materials like video recordings 
and other results from the consultation and hackathon were compiled into six 
personas to inform the development of online content for a social media campaign 
piloted by the niDirect Digital Transformation Services team. 
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ANALYSIS 

Development of the good practice: The NI Public Sector Innovation Lab led a 
consultation with patients and service users to establish their needs in terms of 
information and supported self-management. In June 2017 this was followed by 
the hackathon described in the resources section above. This hackathon produced 
the prototype of a digital solution which had scope to provide patients with the 
information they need and generate otherwise scarce epidemiological data. The 
winning team included an app for a pain diary and a map of pain for patients to 
use. for public health purposes such as improved service design. 27 pieces of 
content including videos, cartoons, advice pages and testimonials providing 
information for patients were produced for the social media campaign. This ran for 
5 months as an active campaign, although the information can still be found online 
if required. This proved the concept that using a social media platform to provide 
information in a targeted way to patients can be beneficial to improving their quality 
of life and wellbeing.  

Means used to overcome or remove the obstacles: The work on pain management 
was based on an actual needs assessment and content was co-produced to meet 
real world service user needs. This ensured it was appropriate for the audience and 
provided the information and support that they needed to manage their pain. A 
steering group from the NI pain forum ensured that the ethos and practice of 
coproduction and codesign of social media campaign content and delivery was 
maintained during the pilot. 

Factors enabling the process: The Northern Ireland MyNI pilot provided an 
opportunity to testsocial media to help patients manage persistent pain. Minimal 
funding was used for this innovative initiative. The collaborative ethos of the pain 
forum and its inclusive membership ensured that principles of good practice were 
maintained and provided the expertise needed to develop the campaign content.  

 

EVALUATION 

Reproducibility: The project demonstrated the potential for social media to be used 
as an information providing platform to influence patients’ behaviour in health and 
social care contexts. This could be reproduced in other areas of health and be used 
instead of nudging campaigns using more traditional marketing routes.  

Innovativeness: The use of social media in this context was an innovative solution 
as was co-designing solutions and campaign content with service users and 
providers. The hackathon with experts in IT is another innovative dimension, 
enabled through the ‘code for good’ group in Northern Ireland.  
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Added value: The evaluation demonstrates that service users found this 
intervention helpful since their health behaviours and pain management changed 
and improved. Further research is required and planned to confirm these, and other 
positive findings of innovative pain management intervention championed by the 
NI pain forum to date. 

Appropriateness: The co-design process ensured that the interventions were 
appropriate and effective for the audience. The engagement with the Northern 
Ireland Patient Client Council, which facilitates engagement with healthcare policy 
and service providing organisations and patients enabled this process and helped 
to ensured that the solution was appropriate. 

 

NEXT STEPS 

Lessons learned: The social media platform used was in the beta phase of its 
development, and whilst it enabled us to prove the concept of using social media, 
it would require significant changes to be adaptable and effective over time. It 
would need to give more flexibility to tailor content and interact with service users, 
which was not sufficiently enabled during this pilot. In future it will be essential to 
connect patients into services when required as part of a coordinated self-
management plan overseen by healthcare staff and enabling a step-up/step-down 
approach to be taken for patient care. 

Key takeaways: 1. Targeted use of social media can assist patients with persistent 
pain in self-managing their condition and improving their quality of life. 2. All 
services including information campaigns to improve supported self-management 
of long-term conditions need to be co-designed and co-produced. Otherwise they 
are unlikely to meet the needs of users and providers. 

Next steps: The next step is pre-commercial procurement to enable further 
innovation on the technological side of delivering this and related pain management 
services through NI’s Small Business Research Challenge Fund. 

 

OTHER INFORMATION 

Notes:  
- The Painful Truth report:  
https://www.sipplatform.eu/files/structure_until_2016/National%20Initiatives/UK/
UK_Pain_Report_-_Final_HARDCOPY_VERSION.pdf.  
- The hackathon can be viewed at:  
https://www.youtube.com/watch?v=-lMCTcGMMFQ  
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- Content of the pain management social media campaign can be viewed here: 
https://www.myni.life/health  
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GOOD PRACTICE N.39: FIRST INTERNATIONAL CONGRESS OF 
ADDCA 

 

CONTACT PERSON 

Name: Ivone 

Surname: Machado 

Organization: Associação De Doentes 
De Dor Crónica Dos Açores (ADDCA) 

Position: Member of the Board of 
ADDCA 

Country: Portugal 

Country Region: Açores, Portugal 

Email: dorcronicacores@gmail.com 

Phone number: +351 296 654 454 
+351 962821247 

Information about Good Practice Applicant: ADDCA has a Scientific Council 
composed of volunteer professionals. The Council is coordinated by a specialist in 
Pain Medicine, Maria Teresa Flor-de-Lima, who represents the Association in the 
international meetings (where she can be replaced by Ivone Machado, specialist in 
Nutrition, member of the Board) and in the MEPs Interest Group “European 
Patients' Rights and Cross-border Healthcare”.  
By being a member of Pain Alliance Europe, ADDCA is also in contact with 
international guidelines and proposals from IASP, EFIC, SIP, EP, EC. 
The Scientific Council decided to organize an International Congress to deliver the 
main aims of the actions of the SIP, the Global Year of Excellence in Pain 
Education, the Italian event of One Hundred Cities against Pain, and the September 
Pain Awareness Month. The International Congress also aimed to celebrate the 
13th anniversary of ADDCA to show to politicians, the media, and the public what 
ADDCA has done to support chronic pain patients and to get more members and 
sponsors. 
These two active members, Maria Teresa and Ivone Machado, support all scientific 
activities and projects to help patients and their families and to improve health 
education in the field of pain. 
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DESCRIPTION 

Title of the Good Practice: First International Congress of ADDCA: The Social 
Impact of Pain, from Knowledge to Practice! 

Category: Empowerment; Innovation. 

 

Location: Ponta Delgada, Açores, Portugal  

Project Timeline: 

Start: 27 September 2018 

End: 29 September 2018 

 

Stakeholders involved:  

Civic organisations: Chronic Pain Patients Association of the Azores (ADDCA); 
Active Citizenship Network (ACN); Sine Dolor European Pain Foundation; Isal 
Fondazione (ISAL); Portuguese Association for the Study of Pain (APED); Pain 
Alliance Europe (PAE). 

Healthcare organisations: Health Unit of São Miguel Island (USISM); Regional 
Section of the Azores of the Order of Nurses; Regional Health Directorate of Azores.  

Health professionals: Clinic São Sebastião de São Miguel; Pain Medicine Specialist; 
Nutrition Specialist; Psychology Professor; Researshers. 

University: Chair of Pain Medicine of the Faculty of Medicine of the University of 
Porto; Chair Professor of Psychology of the University of Azores; Professor in 
Biomedicine, Neurosciences and Mindfulness in University of Porto. 

Other: MEP Sofia Ribeiro (EP Intervention Group on «European Patients' Rights 
and Cross-Border Health Care»); Regional Directorate of Science and Technology 
of the Government of the Autonomous Region of the Azores; Regional Direction of 
Social Solidarity of the Government of the Autonomous Region of the Azores; Ponta 
Delgada City Hall; Local media: regional TV (RTP Açores), SMTV; Papers: Açoriano 
Oriental, Correio dos Açores, Diário dos Açores, Expresso das Nove; Local Radios: 
Antena 1, TSF, Rádio Atlântida. Patients testimonials. 

Objective:  

- To promote the dissemination of research results, new scientific information, 
and decisions at the European level as well as to facilitate the link between the 
scientific universe and society, bringing citizens closer to science.  
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- To design the Autonomous Region of the Azores within the framework of the 
European Research Area and to promote new scientific partnerships and 
information networks. 

- To empower patients (networking; health education; self-control of pain).  

Outcomes and Impact on Participants: A very dynamic relationship with the local 
media was created to disseminate news about the European agenda on patients’ 
rights, pain as a priority in health systems and all the items related with the societal 
impact of pain for patients family and society, based on the national and 
international studies and the experiences of the partners invited. We found all doors 
opening: 3 interventions in TV, several advertisements in 3 local radios, 4 
interviews and 4 articles in 3 papers (one about the outcomes of the Congress).  
A panel with decision makers, researchers, politicians, professionals and media 
representatives discussed about the regional reality, the national and international 
achievements and the needs of patients and families. 
Several networks were established among the participants. The ADDCA now has 
another visibility, with more members and stakeholders and new activities. We can 
now improve ADDCA’s performance in terms of patients support, stimulus to pain 
self-management, and public information.  
The need of more similar actions was recognized by all participants. Future 
collaborations will enrich the activities of the ADDCA and enable initiatives, 
research and the sharing of experiences.  

Resources: The financial support was provided by a grant from the Regional 
Directorate of Science and Technology of the Government of the Autonomous 
Region of the Azores and from the stakeholders: MEP Sofia Ribeiro as a member 
of the EP Intervention Group on "European Patients' Rights and Cross-Border 
Health Care”; Mayor of the City of Ponta Delgada; Sine Dolor European Pain 
Foundation; ADDCA. 
The speakers were 2 from ADDCA, 4 from Universities (Azores and Porto); 3 from 
international organizations (EP, ACN, Sine Dolor European Pain Foundation); and 
an ADDCA member representative of PAE. The workshops to stimulate pain self-
management were organized by University Professors. Two patients gave their 
testimonials. 
Logistic facilities were supported by ADDCA and the Mayor of the City. 

 

 

 

 

205



ANALYSIS 

Development of the good practice: The Congress was developed around 5 main 
topics:  
- Social Impact of Chronic Pain in Portugal – “what Epidemiological Studies tell 

us”; 
- The role of European Citizens and the European Charter of Patients' Rights; 
- Patient Centered Care; 
- Strategies in the Autonomous Region of the Azores; 
- Positive Psychology, Mindfulness and Chronic Pain. 

The project was divided into 4 main moments: 
1. Panel with professionals, politicians, decision makers, patients, families, and 

the public conducted by a pressman and with the speakers invited to discuss 
around the prevalence of pain, the more prevalent pathologies, the burden of 
the economic impact of pain, the needs of regional strategies to ensure the 
treatment of patients and the role of international organizations and of the 
European Institutions. 

2. Lectures by local and invited speakers. 
3. Workshops: Positive Psychology; Mindfulness. 
4. Activities in the City Center to commemorate the «One Hundred Cities against 

Pain», with interviews to the public, leaflet distribution, information about local 
resources to patient circuit and the activities of ADDCA. 

Obstacles: The main obstacles were: 
- To have many participants despite of their busy working-schedules.  
- The stigma of chronic pain in society and of patients in the workplace. 
- The operational reasons in the application for grant did not allow the presence 

of speakers from PAE and other Patient Associations. 

Means used to overcome or remove the obstacles:  

- Try a good coverage in the media. 
- To have patients’ testimonials and to be clear in disseminating the aims of 

educating patients, families and the public. 
- To get information from PAE work, PAE surveys and the results of Portugal. 
- To inform the speakers of the real situation in Portugal to be compared with 

other countries and exchange their experiences. 

Factors enabling the process:  

- The cooperation of the Portuguese MEP.  
- The good moment in Europe about the burden of pain and achieved goals. 
- The partnership with other local organizations to be present.  
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- The growing recognition of the importance of Patients Associations. 
- Discussing patients’ participation and involvement in decision making or 

expressing opinions about different treatments, methods, and therapeutic 
pathways.   

 

EVALUATION 

Reproducibility: Absolutely yes! After an analysis of the real situation in a region it 
is possible to define the real goals, to get financial support, to choose stakeholders, 
to invite target people and to disclose on time the news to all local media. As the 
program is organized by an organization targeting different audiences, the results 
are positive. 

Innovativeness: Yes, it was the first International Congress about awareness of the 
Societal Impact of Pain that was held in the Autonomous Region of the Azores and 
it was organized by ADDCA. We witnessed the participation of national and 
international partners and the interchange between science and practice. One aim 
was to keep the attention focused on chronic pain as a health priority locally and 
regionally. 

Added value:  

1. Patients are alerted to the need of treatment, to the prevention of risk factors 
and to self-management strategies. 
2. It is important for a local leader to apply a regional or national law. 
3. The treatment of pain and the need to avoid suffering are human rights, in all 
stages of the illness and at all ages. 

Appropriateness: The members of the Scientific Council of ADDCA know well the 
real situation in the region, not only regarding the official resources and the political 
strategies but also the need to empower Patients Associations. The SIP Platform’s 
investment on national platforms pushed us to follow this new direction and 
ADDCA has now become a very important partner of the national SIP Platform. 

 

NEXT STEPS 

Lessons learned: The lessons we have learned originate from our experience in 
organizing meetings and also from the exchange of experiences we obtain during 
the meetings of other organizations. By representing ADDCA in the EP in the sphere 
of the Patients’ Rights, as well as in ACN and PAE activities, we have come to 
know people from other countries and other realities. 
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First of all, we are sure that it is important to have a «local leader» or a «regional 
leader» to apply national and international guidelines. 
Second, involving the most possible people in all different areas (institutions, 
associations, social groups, governmental institutions) and the media (local TV, 
Journals, radio) is the most efficient way of getting political and social partnerships. 
The next step is to get a well-motivated team that works with a well-defined goal. 

Key takeaways:  

- Positive Psychology applies to patients and leaders. 
- We must believe that our ideas are good 

Next steps:  

- To organize the II International Congress, with a very important title and 
selected speakers involved in good practices in other countries. 

- To find carefully new partners that may help get better results, participate or 
motivate others to help. 

- To diversify the activities of ADDCA not only to patients but also to families 
and caregivers. 
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GOOD PRACTICE N.40: MEDIATION, INTERMEDIATION AND 
CHRONIC PAIN 

 

CONTACT PERSON 

Name: Cathérine 

Surname: van Riel 

Organization: Galician 
Rheumatological League 

Position: General secretary / 
International delegate  

Country: Spain 

Country region: Galicia 

Email: cathy@ligagalega.org 

Phone number: +34 647778164 

Information about Good Practice Applicant: Cathy van Riel is a Belgian woman 
who has lived in the North-West of Spain since 1986. She studied public relations 
and communication sciences and she can speak 6 languages. She was responsible 
for the administration, accounting and finances of the family business for over 15 
years, till she had to stop working in 2005 due to her bad health. She became a 
chronic pain patient in 1999 and two years later, in 2001, she started to actively 
collaborate with patient associations involving people suffering from different kinds 
of pain.  
She represents the Galician Rheumatological League in national and international 
congresses as proactive expert pain patient. She collaborates with the Agora 
Platform (an umbrella platform of associations of people with rheumatological 
illnesses of the South of Europe), Pain Alliance Europe, the Societal Impact of Pain, 
PARE (associations of people with rheumatological diseases of Europe, patient 
department of Eular), Enfa ( European Network of People with Fibromyalgia), 
Myopain, etc. Cathy Van Riel is not the Project leader. 

 

DESCRIPTION 

Title of the Good Practice: Mediation, Intermediation and Chronic Pain  

Category: Empowerment; Innovation; Professional education.  
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Location: Lugo; Ourense; Pontevedra; A Coruña. 

Project Timeline: 

Start: January 2018 

End: December 2019 

 

Stakeholders involved:  

Civic organisations: COGAMI Galician Confederation of Persons with Disabilities; 
LIRE Spanish Rheumatological league; Agora platform; PAE. 

Healthcare organisations: Advisory council of patients Ministry of Health of the 
Xunta de Galicia; Patient Advisory Board of the Xunta de Galicia Health Area; 
Commission of patients Health Area of Galicia; Pediatric pain commission Xunta 
de Galicia; Local health council of A Coruna.   

Healthcare professionals: Yessi Viqueira (psychologist); Lucía Fernández 
(occupational therapist); Ana Vázquez (speech therapist); rheumatologist advisors 
(Dr. Genaro Graña, Dr. Carlos García, Dr. del Toro, Dr. Luis Fernández). 

Other: Physical Education College of Galicia. 

Objective: Almost every member of our association suffers from a chronic illness 
usually characterized by intense pain, due to which an important part of their vital 
time elapses in medical environments. This causes any event that occurs in these 
environments to have a big influence on the rest of their lives. For this reason, the 
Galician Rheumatological League proposes a best practice based on the mediation 
and intermediation by our sociosanitary entity in order to solve problematic 
situations, conflicts or formalities emerged during the interaction between users 
and health services. Interpreting this intervention is not only beneficial but also, in 
many cases, it is necessary to receive a suitable treatment of the chronic illness 
and to guarantee the wellbeing of the suffering person. Moreover, we are convinced 
that, in a medical environment, what matters is not only the illness, but also the 
perception of the world in the presence of a disease. In our experience, the 
understanding that the ill person receives from health professionals goes beyond 
the space of the consultation, and this is the main goal that has led us to develop 
the good practice that is exposed.  

Outcomes and Impact on Participants:  
Understanding the benefits for medical professionals:  
- Self-referred improvements of the medical professionals with regards to the 
communication skills and the empathy in the interaction with their patients through 
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the insight generated by the exposure to the cases in which there was intervention 
and the patient’s perception of the conflict.  
- Less conflict and greater job satisfaction after the resolution of the conflict 
between doctor and patients; 
- Greater ease to understand and treat the symptomatology of patients through 
their training and education in effective communication; 
 
Understanding the benefits for patients:  
-Due to mediation, there is a noticeable decrease of patients’ frustration with health 
professionals, generated by conflicts or lack of understanding between doctor and 
patients.  
- Greater satisfaction with the treatment provided by the professionals, with their 
medical treatments as well as with the health system as a whole.  
- Following the training in effective patient-health professional communication, the 
self-referred perception of the patients shows greater safety and efficacy when 
exposing the relevant aspects of their illness and the treatment to their health 
professionals.  
- Perception of fostering and support by the association at times when the health 
system does not cover these needs, or when extra support is needed. 

Resources:  

- Information given by affected persons.  
- The necessary documentation for understanding the conflict or the 

necessity.  
- Professionals and users of the League.  
- Financial resources in order to support the project and the expenses it 

generates at personal and material level.  
- Medical professionals’ collaboration.  
- Public and private spaces where to provide training and education.  
- Questionnaires and interviews to measure the satisfaction with the 

mediation and intermediation.  
- Software to manage and process the received information.  
- People graduated in mediation. 

 

ANALYSIS 

Development of the good practice:  

First step: encourage and transmit a climate of trust and warmth among the 
professionals and users of our association; essential to receive support requests.  
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Second step: professionals/ collaborators of our League receive information from 
the user about his personal problematic situation that generates the need of 
mediation or intermediation. The request for help can be explicit or implicit.  
Third step: detecting the need of mediation or intermediation with the health 
services or HP. Before starting, we request an express authorization from the user, 
which will be presented to the doctor or health agent (why and who).  
 
Two type of interventions with the following steps:  
- Mediation: conflict between HP and patient. Firstly, we collect information 
communicating directly with the user and the HP/health agent, inquiring into all 
relevant aspects of the conflict or problematic situation. We also check the possible 
resolution proposals that arise from both parties. Then we present this information 
to both parties and try to approach positions. Finally, we verify that the mediation 
had a satisfactory effect on both parties, through the direct communication or 
interview, and with the satisfaction questionnaires.  
- Intermediation: in case the user can’t attend the needs of his illness, psycho-
emotional state, other problems in his life or the lack of the necessary skills or 
abilities. In this case, if the user asks us explicitly, we collect the most information 
about why the user is not appropriately addressed. Then we try to help the user, 
so he does not cease caring the disease, either accompanying him or as connecting 
intermediary between the health resources and the patient. We also try to favour 
the resolution of parallel difficulties to the disease, through the professionals of the 
association. So, we help empowering the user and favour his early autonomy 
regarding his illness and life.  
The final step is valuing our support with interview and satisfaction questionnaire. 

Means used to overcome or remove the obstacles:  

- Our willingness to help and our perseverance. 
- Efforts to maintain and promote a balance between the patience and 

insistence on the communication with both the users, and the health 
services.  

- Optimization of the times. 
- A lot of understanding, empathy and dialogue. 
- Struggles at the level of the association to favour the patient’s care 

improvement. 
- Visibility of the existing problems or difficulties for the patient.  
- Training, both for users and for medical / health personnel. 

Factors enabling the process:  

- A climate of collaboration and trust between the association and the health 
personnel.  

212



- The desire of improvement by the health personnel.  
- The training/education.  
- Those mentioned in the previous point.  

 

EVALUATION 

Reproducibility: Our good practice could be reproduced and implemented in many 
environments and situations, as the work of mediation and intermediation we carry 
out is not limited only to health contexts. We also intervene in problems or 
difficulties related to educational, social and work environments such as jobs, 
neighbourhoods, educational centres, etc. It is necessary to facilitate the adequate 
integration of the sick people in all the important areas of their life. This requires 
the facilitation of the understanding between the ill person and the social agents 
present in his/her contexts, as well as the resolution of the conflicts that arise 
related to the disease. In addition, the methods followed could be replicated in 
other countries and patient associations. 

Innovativeness: Our practice is innovative, since it places the association as a 
mediator or facilitator of the communication and of an adequate treatment of the 
person with a disease within the health system. Acting - and perhaps this is the 
innovative point - through direct interventions that favour the understanding and 
resolution of conflicts that could otherwise be left in standby with the consequent 
affectation for the person and the progression of their disease. 

Added value: Satisfaction with health care not only results in a better treatment, 
but also reverts to a substantial improvement in the general mood of these people, 
who due to the characteristics of their illnesses and chronic pain that accompany 
them are forced to spend a lot of time in medical-sanitary environments. Therefore, 
it is important - and an added value of our good practice - to take care of the 
feelings that are generated in these environments in which people with chronic 
pain invest a large part of their lives. 

Appropriateness: Being a direct intervention on conflicts between two clearly 
defined parts, doctor / health service-patient we consider that mediation or 
intermediation can be the most effective way to solve the problem in the shortest 
possible time. This in turn could generate benefits for both the person with the 
disease, and for the health system in general, since it favours that the conflict does 
not revert in a patient’s worsening and the consequent expense for the health 
system. In addition, based on the information we receive from our users, the similar 
services that exist within the health system do not respond adequately to the 
patient's demand or they are prolonged too long in time, with the consequent 
affectation for the patient. 
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NEXT STEPS 

Lessons learned: A big part of the people that suffer from a chronic illness spends 
much time in consultations of health professionals. Therefore, it is essential to 
favour an adequate attention, in order to obtain a higher level of well-being in these 
people. Not only regarding the treatment of the disease, but also regarding the 
treatment received by the professionals, which can generate many psycho-
emotional effects, both positive and negative. Included the effects produced on the 
pain perception. The resolution of conflicts and favouring a positive climate within 
the consultation or health service can undoubtedly cause improvements in the 
patient, both physical and mental, the improvements of a positive state of mind; 
no doubt this will modulates pain perception.  

Key takeaways:  

- Understanding reduces pain  
- The way a patient is treated is also part of the treatment and the patient's 

health. 

Next steps: As previously was commented, we intend our good practice to be 
extended to other environments (social, educational and work). We understand that 
favouring a good climate in those areas that are so important and necessary for the 
person, will also revert to a higher level of well-being. 
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CHAPTER 7 - Conclusions 
 

7.1 Final comments  
 
We are extremely proud of having reached the end of the Second Edition of the 

European Civic Prize, and above all having succeeded in increasing the number of 

experiences gathered. To those who have complimented us for having identified 

and catalogued 40 good practices around Europe, we answer that there will be at 

least another 4,000 or 400,000 that we have missed, which is what we actually 

hope. 

 

We will strive to recover and promote as many good practices as possible, being 

aware of the fact that every year the constituency of actors sensitive to the fight 

against pain becomes increasingly wider and stronger: we are very happy of this 

result, given the role we would like to play in this area. 

 

Focusing on the people involved and multi-stakeholder collaboration, we try to 

facilitate partnerships, reducing the distance between the local and the European 

dimension for a more effective coordination of the action in the field of chronic 

pain. Considering the impact that this phenomenon has on the daily life of so 

many European citizens, we strive to raise awareness among the institutional 

interlocutors by telling stories, giving voice and protecting the weakest.  

 

We like to think that good practices represent a small but significant indicator of 

the health status of our healthcare system, which has long been under pressure 

due to the need for economic sustainability and the population’s high 

expectations. As health is a common good, its protection should be the shared 

denominator connecting the many stakeholders involved in the health sector. This 

also applies to the fight against every form of inequality in access to therapies 

and to the guarantee of quality standards. The area of pain is no exception: 

reducing inequalities to allow a better quality of life for people suffering from 

chronic pain is the challenge we will face in the coming years.  

 

From the collected good practices it clearly emerges that, as it often happens, it 

is the team and not the individual that wins: multidisciplinary medical teams, 

collaboration between the public and private sectors, dialogue between the world 

of research and patient associations, involvement of civil society, etc. are always 

present in most of these experiences.  
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Yet, greater media attention is still lacking. This collection of good practices 

provides a valuable contribution, as it tries to give emphasis and visibility to what 

is still not visible.  

 

As for us, we are glad to thank Pfizer and Grünenthal for having supported this 

initiative since 2014-2015. Together, we have every intention to continue our 

cooperation and, considering a follow-up to this 2nd Edition, we will soon 

commit ourselves on the following guidelines:  

 

• Taking into account that the 4 winning practices of the II° Edition of the Prize 

are all digital solutions, more precisely mobile apps, we intend to deepen the 

connection between digital health & pain not only by using the most recent 

innovations but also considering what is the level of empowerment that is 

required from pain patients to be able to take full advantage of these devices;  

 

 • To realize, together with “Sine Dolore - European Pain Foundation”, the annual 

meeting of the Pain Euro-Mediterranean Coalition, the first civic hub-incubator of 

best practices against pain across Europe. This is an informal network of manager 

& operators of best practices to facilitate the exchange of knowledge that every 

year is enriched by the participation of the winners of the Award.  

 

• To promote common initiatives with our European and international partners, 

the European Network of Fibromyalgia Associations (ENFA), the World Federation 

of Incontinence and Pelvic Pain (WFIP) and Pain Alliance Europe (PAE), with 

whom we have signed different agreements of cooperation throughout 2018. 

  

• To open a dialogue on the topic of pain and to exchange experiences with 

Extra-EU representatives, as we are actually starting to collect good practices 

from outside the EU.  

 

• To encourage a better cooperation with the European Commission, in order to: 

a) value the good practices collected during the different editions of the 

“European Civic Prize on Chronic Pain: Collecting Good Practices” by hosting 

them within the EU Best Practices Portal promoted by EU Commission. 

b) consider a potential expansion of the “Area/Topic of interest” search list on the 

EU Best Practices Portal by adding a new specific subject area: Pain/Chronic 

Pain (Cancer and non-cancer related). 

To do so, starting from the third edition of the Prize, we will try to align the 

inquiries of the questionnaire for the description of the practices and the 
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assessment criteria of our Prize to those of the EU Best Practices Portal. In this 

way, the questionnaires of the European Prize and of the EU Best Practices Portal 

will contain the same information and it will be easier to evaluate the good 

practices of both initiatives. At the same time, we can make sure that the best 

practices that will win our Prize will have a better chance to be hosted in the EU 

Best Practices Portal. We believe that giving us the possibility to include our best 

practices to the EU Best Practice Portal would be an incentive for both of us. 
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7.2 Back cover 
 

This publication has been drafted by Manuela Amadori, Daniela Quaggia and 

Mariano Votta. To contact the authors, please use the following emails: 

 

Manuela Amadori: staff@activecitizenship.net 

Daniela Quaggia: d.quaggia@activecitizenship.net 

Mariano Votta: m.votta@cittadinanzattiva.it  

 

The research has been coordinated by Mariano Votta and has involved the entire 

team of ACN, with the collaboration of Gregory Hass. 
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7.4 ACN is glad to host a tribute to Dr. Paolo Rossi by Kalina Tyminski 
from EHMA 
 

 

“We miss you; three words would be enough to summarize the feeling you left. 

You were passionate and different.  

You left a huge gap of love leaving too early.  

You were the man in the shadow highlighting the others without a sound.  

You were walking straight ahead always sharing your road map and ready to have 

a stop to dedicate time to people and share your knowledge with your open mind.  

You had a global vision of the patient and their feelings. Pain was not just a pain. 

Pain was a reason behind a person and a whole.  

I would need too many words to describe you and the Special Doctor you were.   

Lucky people who met you on this road… 

 

You were unique Paolo Rossi. We will never forget you. We will continue the 

fight. 

 

Paolo, All together stronger.  

Your friend forever, your co-worker, your patient”. 
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7.5 About Active Citizenship Network  
 

 
 
 

ACN was established in December 2001 as the European and international 

representative of the Italian organization for civic participation Cittadinanzattiva 

(Active Citizenship). ACN is a flexible network of European civic organisations, 

which are involved as partners in its projects addressed to encourage active 

participation of citizens in European policymaking. 

ACN mirrors Cittadinanzattiva's Italian policies concerning healthcare, consumer 

protection, corporate social responsibility, education and training at the global 

level. ACN's mission is to promote and support the construction of European 

citizenship as an "active citizenship", meaning the exercise of citizens' powers and 

responsibilities in policy-making. The European Charter of Patients’ Rights and 

the promotion of the European Patients’ Rights Day are its major initiatives. 
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