
J R C  S C I E N C E  A N D  P O L I C Y  R E P O R T S

Report EUR 26591 EN 

Luciana Neamtiu 
Silvia Deandrea
Donata Lerda
Jesús López-Alcalde
Aslı Ulutürk

2014

European Commission Initiative
on Breast Cancer– ECIBC:

Organisation of project guiding
and support meetings

Meetings 2011-2013



European Commission
Joint Research Centre
Institute for Health and Consumer Protection (IHCP)

Contact information
Donata Lerda
Address: Joint Research Centre, IHCP, Public Health Policy Support, Via Enrico Fermi 2749, TP 127, 21027 Ispra (VA), Italy
E-mail: jrc-cancer-policy-support@ec.europa.eu
Tel.: +39 0332 78 6201
Fax: +39 0332 78 9059

http://ihcp.jrc.ec.europa.eu/
http://www.jrc.ec.europa.eu/

This publication is a Science and Policy Report by the Joint Research Centre of the European Commission.

Legal Notice
This publication is a Science and Policy Report by the Joint Research Centre, the European Commission’s in-house science 
service. It aims to provide evidence-based scientific support to the European policy-making process. The scientific output 
expressed does not imply a policy position of the European Commission. Neither the European Commission nor any person 
acting on behalf of the Commission is responsible for the use which might be made of this publication.

JRC89706

EUR 26591 EN

ISBN 978-92-79-37260-5 (PDF)

ISSN 1831-9424 (online)

doi:10.2788/48036

Luxembourg: Publications Office of the European Union, 2014

© European Union, 2014

Reproduction is authorised provided the source is acknowledged.



 

1 

  

  

 

European Commission Initiative on Breast Cancer - ECIBC 
Organisation of project guiding 
and support meetings report 
Meetings 2011-2013 
 

 

 

 

Authors: 

Luciana NEAMTIU, Silvia DEANDREA, Donata LERDA, Jesús LOPEZ-ALCALDE, Asli ULUTURK 

 

European Commission 

Joint Research Centre 

Institute for Health and Consumer Protection - Public Health Policy Support Unit 

Healthcare Quality Group 

 

 

 
 

 

 

 

 

 

 

 

  



 

2 

  

  

  



 

3 

  

  

Table of Contents 

 

TABLE OF CONTENTS ........................................................................................... 3	  
1	   EXECUTIVE SUMMARY ................................................................................... 4	  
2	   BACKGROUND ................................................................................................ 5	  
3	   SCOPE ............................................................................................................ 6	  
4	   METHODS ....................................................................................................... 6	  
5	   RESULTS ........................................................................................................ 8	  

5.1 List of stakeholders  ..............................................................................................................................................................  8	  

5.2 Description of events  ........................................................................................................................................................  22	  

5.2.1 Attendance at conferences / workshops / trainings as participants	  .............................................	  22	  

5.2.2 Attendance at conferences / workshops / trainings as presenters	  ...............................................	  25	  

5.2.3 Meetings with EC institutions	  ........................................................................................................	  28	  

5.2.4 Attendance at events related to the EPAAC initiative	  ...................................................................	  28	  

5.2.5 Organisation of large workshops and trainings	  ............................................................................	  29	  

5.2.6 Survey on the organisation of breast cancer services in Europe	  .................................................	  30	  

5.2.7 Bilateral meetings with organisations or individual experts	  .........................................................	  33	  

6	   STAKEHOLDERS' INPUTS ............................................................................. 33	  
6.1. General concept of the initiative	  .....................................................................................................	  33	  

6.2. New European Guidelines	  ................................................................................................................	  34	  

6.3. Guidelines for stages other than screening and diagnosis	  .............................................................	  35	  

6.4. European QA scheme	  .......................................................................................................................	  36	  

7	   CONCLUSIONS ............................................................................................. 38	  
8	   FUTURE PERSPECTIVES ............................................................................... 39	  
9	   ACKNOWLEDGEMENTS ................................................................................ 41	  
10	   BIBLIOGRAPHY ............................................................................................ 41	  
11	   INDEX ........................................................................................................... 42	  



 

4  

1 Executive summary 

In November 2012, the Joint Research Centre (JRC), which is the European Commission's (EC) in-house 

science service, was assigned by the Directorate General for Health and Consumers (DG SANCO) with the 

tasks of: 

i. Guidelines: 

a. to revise the European guidelines for quality assurance in breast cancer screening and 

diagnosis (now in their fourth edition since 2006) and develop the New European 

guidelines for breast cancer screening and diagnosis. Given the feed-back of stakeholders 

during the meetings and workshops, this single task had to be split, originating a second 

one 

b. to establish a platform for high quality guidelines for stages of breast cancer care other 

than screening and diagnosis 

ii. Quality assurance (QA) scheme: to establish a voluntary European QA scheme for breast 

cancer services based on the European legislative framework on accreditation (defined in 

Regulation (EC) No 765/2008) 

iii. Digital mammography training: to provide training to the professionals involved in breast 

cancer screening programmes  

iv. A web-hub host for the initiative and its components  

These tasks fall under the European Commission Initiative on Breast Cancer henceforth shortened to the 

ECIBC. 

In order to develop the tasks in a coordinated, consensus-based and sustainable way, the JRC commenced 

a series of targeted meetings with a wide range of stakeholders involved in similar initiatives (past and 

current), including medical oncology professionals, accreditation bodies, patient organisations, 

methodologists, experts and concerned authorities at national level. The JRC also participated in external 

meetings and conferences in order to integrate necessary knowledge base for starting the activities of the 

ECIBC and to inform the stakeholders of the ECIBC's aim and tasks. 

The present report is a summary of these meetings that had the purpose of helping the preparation of the 

above mentioned tasks and in addition is one of the deliverables foreseen in the Administrative Arrangement 

(AA) between the EC's Directorate General for Health and Consumers (DG SANCO) and the JRC. For 

completeness of information, meetings taking place before the signature of the AA were also included.  
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2 Background  

The ECIBC, underway at the JRC's Institute for Health and Consumer Protection (JRC-IHCP), is aimed at (i) 

establishing a minimum set of evidence-based quality requirements for breast cancer care across Europe 

assessed and monitored via the accreditation legal framework (a voluntary European quality assurance 

scheme for breast cancer services) while (ii) developing the evidence underpinning the scheme, namely 

the New European guidelines for breast cancer screening and diagnosis (hereinafter mentioned as New 

European Guidelines) and a platform for existing guidelines for other stages of care. This initiative 

responds to the Council Conclusions on reducing the burden of cancer1 and it aims to mitigate the risks 

connected to inadequate quality of prevention and care. Its concept foresees that all aspects of breast 

cancer prevention and care, screening, diagnosis, treatment, survivorship - support - palliative care, and 

management of recurrence (follow-up) are covered.  

 

DG SANCO asked the JRC to carry-out four main tasks: 

1. Development and publication of:  

a) The New European Guidelines, and  

b) A European platform for breast cancer guidelines (a set of high-quality2, evidence-based 

guidelines). 

2. Development of a voluntary quality assurance (QA) scheme for breast cancer services, 

(hereinafter referred to as European QA scheme) underpinned by the EU legal framework of 

accreditation3 and and by a set of evidence-based guidelines. 

3. Development of a concept for a web-hub for the initiative which should act as a host for all 

information related to healthcare quality in the area of breast cancer, including screening 

4. Provide training on digital mammography for health professionals involved in screening 

programmes based on the results of the European Cooperation on Development and 

implementation of Cancer Screening and Prevention Guidelines (ECCG) project4. 

                                                                                                                           
1   COUNCIL  OF   THE   EUROPEAN  UNION   -‐  Council   Conclusions   on   reducing   the   burden   of   cancer   -‐   2876th   EMPLOYMENT,  
SOCIAL  POLICY,  HEALTH  AND  CONSUMER  AFFAIRS  Council  Meeting  -‐  Luxembourg,  10  June  2008  
2   Trustworthy  guidelines  are:  
   •   based  on  a  systematic  review  of  the  existing  evidence  
   •   developed  by  a  knowledgeable,  multidisciplinary  panel  of  experts  and  representatives  from  key  affected  groups  
   •   considerate  of  important  patient  subgroups  and  patient  preferences,  as  appropriate  
   •   based  on  an  explicit  and  transparent  process  that  minimises  distortions,  biases,  and  conflicts  of  interest  
   •   clear  in  their  explanation  of  the  logical  relationships  between  alternative  care  options  and  health  outcomes  
   •   rated  in  terms  of  both  the  quality  of  evidence  and  the  strength  of  the  recommendations  
   •   reconsidered  and  revised  as  appropriate  when  important  new  evidence  warrants  modifications  of  the  recommendations  
Source:   IOM   (Institute   of   Medicine).   2011.   Clinical   Practice   Guidelines   We   Can   Trust.   Washington,   DC:   The   National  
Academies  Press. 
3 REGULATION  (EC)  No  765/2008  OF  THE  EUROPEAN  PARLIAMENT  AND  OF  THE  COUNCIL  of  9  July  2008,  setting  out  the  
requirements  for  accreditation  and  market  surveillance  relating  to  the  marketing  of  products  and  repealing  Regulation  (EEC)  
No  339/93  -‐  (Text  with  EEA  relevance) 
4 http://ec.europa.eu/eahc/proiects/database.htm  1  ;  search  word  "ECCG" 
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These four tasks are strongly interlinked and their accomplishment will rely on inputs from relevant 

European stakeholders, experts and participating countries (Member States - MSs, plus Switzerland, 

Iceland, Montenegro, Norway, Serbia, Turkey). Therefore, a series of meetings targeting the widest 

possible audience of interested parties were held in 2012 and 2013. As these meetings were an 

important source of information and a platform for consensus for future stages of the project, the JRC 

will continue to communicate and meet with stakeholders in 2014 and beyond. 

 

3 Scope 

This report includes a description of the context and outcomes of the meetings held in 2012 and 2013 

with the exception of the two plenary workshops organised by the JRC, the details of which are included in 

a previous report (Lerda, 2013). However, for sake of completeness, a general overview of the workshop 

organisation and training sessions is included in the present report. The JRC staff involved in the meetings 

included the IHCP Director and the Public Health Policy Support Unit (PHPS) staff, in particular the 

Healthcare Quality Team.  Only meetings and events with a clear connection to the ECIBC are included in 

the present report. 

Meetings involving the JRC and the main customer, DG SANCO, or other concerned DGs and EU bodies, like 

Directorate General for Research and Innovation (DG RTD), Directorate General Enterprise and Industry 

(DG ENTR), the Executive Agency for Health and Consumers (EACH), and the European Centre for Disease 

Prevention and Control (ECDC), are cited but not fully described as they do not fall under the scope of this 

report.  

 

4 Methods 

In order to identify key organisations relevant to the project, an intensive search was conducted in 2012. 

Different strategies were used in order to gather information about stakeholders including: 

 

1.  A systematic web search of organisations and events using relevant keywords (e.g. breast  

  cancer, guidelines, etc.) 

2.  Networking through DG SANCO contacts 

3.  Networking during training, workshop, events 

4.  Browsing the EC database of funded projects and networks 

5.  Sifting published literature on peer-reviewed journals 

6.  Networking with European Partnership Against Cancer (EPAAC) contacts 

7.  Launching the Survey on the organisation of breast cancer services in Europe  
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8.  Collecting, evaluating and publishing the survey data  

9.  Organising a survey with National Accreditation Bodies (NABs) regarding ongoing accreditation  

  schemes in the field of breast cancer, as follow-up to the survey mentioned at point 7  

10. Direct inquiry from stakeholders, networks or individual experts 

 

Relevant stakeholders were defined as entities which are active in one or more of the following domains: 

 

1.  Activity focused on breast cancer, considering each stage of the disease: screening, diagnosis,  

  treatment, survivorship - support - palliative care, plus general epidemiological issues (burden of  

 disease) 

2.  Activity focused on evidence-based medicine, systematic reviews and guidelines development  

3.  Activity focused on QA in healthcare  

4.  Activity focused in diagnostic techniques and imaging 

5.  Cancer patient associations, dealing either with support or advocacy 

6.  EC-funded projects and networks 

 

European-based organisations were primarily included, however national organisations and individual 

experts, when known and active on the international landscape or producing relevant outcomes, were also 

contacted and included. 

 

To organise the report, interactions with the stakeholders were classified as follows: 

 

1.  Attendance at conferences / workshops / trainings as participants 

2.  Attendance at conferences / workshops / trainings as presenters 

3.  Meetings with other EC institutions 

4.  Bilateral meetings with selected external organisations or individual experts 

5.  Attendance at  events related to the EPAAC initiative 

6.  Organisation of large workshops  

7.  Stakeholders providing information in the context of the Survey on the organisation of breast  

  cancer services in Europe 
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5 Results 

Thirty-seven bilateral / trilateral meetings with various organisations, associations and networks, ten 

meetings with representatives from various EU projects, two workshops and a training course were 

organised in 2012 and 2013. In addition, JRC team members participated in 21 external events, in order 

to deepen their knowledge of existing projects on breast cancer guidelines and QA schemes, with 

particular attention paid to those projects based in Europe. 

During the preparatory phase of the project, the JRC attended and organised a large number of events; 

although this level of activity will likely decrease in the core phase due to the need for allocation of 

resources related to the organisation of the ECIBC team meetings (working groups, plenary meetings, etc.). 

Nevertheless, bi-lateral meetings will continue in order to be able to involve stakeholders which were not 

able to before 2014, but are nonetheless considered crucial for the next stages of the ECIBC. 

Besides results from meetings, it is worth noting the results obtained from the complementary 

preparatory and dissemination activities which include: 

i. A webpage was created to host the events and the first ECIBC documents until the ECIBC web-hub 

is developed 

ii. A bibliography for the ECIBC with more than 1 000 papers on topics related to breast cancer, 

evidence-based medicine methods, healthcare quality and other relevant topics were collected, 

analysed and archived 

iii. A database of more than 580 experts, representing more than 100 entities, networks and projects 

was created 

iv.  A list of nearly 500 contacts was created and will be used as a base for future consultations in 

relation to ECIBC draft outputs  

v. Several websites were viewed for inspiration in planning of the ECIBC web-hub 

 

5.1 List of stakeholders  

Using the search strategies reported in the Methods section, a list of relevant stakeholders external to the 

EC was identified. These stakeholders were approached via bilateral meetings, workshops and trainings 

organised by the JRC, via JRC participation in external events and/or through e-mail communications. A 

broader description of the different communication channels and events is included in paragraph 5.2. 
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Table 1 provides the list of international organisations, professional societies and patients' associations 

approached by the JRC since 2011. 

  

Table 1. Stakeholders (national and international organisations, professional societies, 

patients' associations) ordered by acronym  

No Name Activity Website 

1.  BCN – Breast Centres 
Network 

Breast Centres Network is the first 
international network of clinical centres 
exclusively dedicated to the diagnosis 
and treatment of breast cancer. It is a 
project of ESO (European School of 
Oncology) with the aim to promote and 
improve breast cancer care in Europe 
and throughout the world. The network 
includes Breast Units (Multidisciplinary 
Breast Centres) that fulfil minimum 
requirements to be considered referral 
centres. 

http://www.breastcentresnetwork.org/ 

2.  CEN – European 
Committee for 
Standardization 

CEN was officially created as an 
international non-profit association 
based in Brussels on 30 October 1975. 
Through its services it provides a 
platform for the development of 
European Standards and other technical 
specifications. CEN is a major provider of 
European Standards and technical 
specifications. It is the only recognized 
European organization according to 
Directive 98/34/EC for the planning, 
drafting and adoption of European 
Standards in all areas of economic 
activity with the exception of 
electrotechnology (CENELEC) and 
telecommunication (ETSI).  

http://www.cen.eu/cen/pages/default.aspx 

3.  DGS - German 
Society of Senology 
(Deutsche Gesellshaft 
für Senologie) 

DGS started an accreditation system as 
a pilot project from the University-
Hospital in Tübingen in 2002. The system 
is now completely implemented all over 
Germany; more than 93% of primary 
breast cancer patients are now 
diagnosed and treated in Certified Breast 
Cancer Centres. 

http://www.senologie.org/ 
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No Name Activity Website 

4.  DKG – German 
Cancer Society (Die 
Deutsche 
Krebsgesellschaft) 

The German Cancer Society (DKG) is the 
largest scientific and professional 
oncology society in Germany, based in 
Berlin.   Overall, the DKG has 
approximately 6 600 members. The DKG 
is a public health institution that works in 
formal cooperation with politicians, 
professional societies, service and 
product providers in healthcare markets, 
and patient claims for the benefit of 
cancer patients. It represents the Federal 
Republic of Germany in international 
organisations such as the International 
Union Against Cancer (UICC) and the 
European Union. The DKG is linked with 
all European cancer societies and is 
actively committed to the advancement 
of a common European health policy. 

http://www.krebsgesellschaft.de/ 

5.  EA - European co-
operation for 
Accreditation  

The European co-operation for 
Accreditation (EA) is an association of 
national accreditation bodies in Europe 
that are officially recognised by their 
national governments to assess and 
verify—against international 
standards—organisations that carry out 
evaluation services such as certification, 
verification, inspection, testing and 
calibration (also known as conformity 
assessment services). 

http://www.european-accreditation.org/ 

6.  EAPC - European 
Association of 
Palliative Care 

The EAPC strives to develop and promote 
palliative care in Europe through 
information, education and research 
using multi-professional collaboration, 
while engaging with stakeholders at all 
levels. 

http://www.eapcnet.eu/ 

7.  EAPM - European 
Alliance for 
Personalised Medicine 

Founded in 2012, EAPM brings together 
Europe’s leading healthcare experts, 
healthcare organisations and institutions, 
and patient advocates to improve patient 
care by accelerating the development, 
delivery and uptake of personalised 
healthcare including personalised 
medicine and diagnostics.   EAPM works 
developing case studies, organising 
workshops, education, training and 
communication. 

http://euapm.eu/ 
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No Name Activity Website 

8.  ECCC - European 
Cancer Care 
Certification  

European Cancer Care is an association 
which has been appointed by Eusoma to 
develop the voluntary certification 
process of breast centres. 

http://www.cancercarecert.biostatistica.net/
index.php 

9.  ECCO - European 
CanCer Organisation 

ECCO is a not-for-profit federation that 
exists to uphold the right of all European 
cancer patients to the best possible 
treatment and care, promoting 
interaction between all organisations 
involved in cancer at European level. 

http://www.ecco-org.eu/ 

10.  ECL - Association of 
European Cancer 
Leagues  

ECL is a pan-European umbrella 
organisation of national and regional 
cancer leagues. It provides advocacy for 
the Members of European Parliament 
(MEPs) Against Cancer (MACs) and is 
actively involved in Cancer Joint Actions, 
the health and nutrition platform, and 
the National Cancer Control Plans. 

http://www.europeancancerleagues.org/ 

11.  ECN - European 
Cancer Network 

ECN has the scope to integrate new 
Member States and applicant countries 
into the mainstream of European efforts 
toward continuous improvement of best 
practices in secondary cancer prevention. 
Assistance was provided for the 
implementation of evidence-based 
screening tests for breast, cervical and 
colorectal cancer recommended in the 
Commission proposal for a Council 
recommendation on cancer screening 
which is linked to European Cooperation 
on Development and Implementation of 
Cancer Screening and Prevention 
Guidelines (ECCG). 

http://ec.europa.eu/eahc/projects/database.
html?prjno=2004309 

12.  ECPC - European 
Cancer Patient 
Coalition 

Established in 2003, the European 
Cancer Patient Coalition is the voice of 
the European cancer patient community, 
uniquely representing the interests of all 
cancer patient groups. It was set up: to 
represent the views of cancer patients in 
the European healthcare debate; to 
enable and empower cancer patients by 
educating them about cancer and 
advocacy skills and to provide a forum 
for European cancer patients to 
exchange information and share 
concerns on cancer care policies in their 
countries and best practice experiences. 

http://www.ecpc.org/ 
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No Name Activity Website 

13.  EFOMP - European 
Federation of 
Organisations in 
Medical Physics  

EFOMP is an umbrella organisation to all 
national member organisations (NMOs) 
having as their principal category of 
members medical physicists in Europe. 

http://www.efomp.org/ 

14.  EONS - European 
Oncology Nursing 
Society 

The European Oncology Nursing Society 
is a pan-European organisation 
dedicated to the support and 
development of cancer nurses. 

http://www.cancernurse.eu/ 

15.  EORTC - European 
Organisation for 
Research and 
Treatment of Cancer 

The aims of EORTC are to develop, 
conduct, coordinate, and stimulate 
translational and clinical research in 
Europe to improve the management of 
cancer and related problems by 
increasing survival but also patient 
quality of life. 

http://www.eortc.org/ 

16.  ESMO – European 
Society for Medical 
Oncology 

The European Society for Medical 
Oncology (ESMO) is a non-profit 
professional medical oncology society in 
Europe. ESMO offers post-graduate 
education and training in clinical cancer 
care and research, and produces 
evidence-based recommendations for 
basic standards of cancer care.  

http://www.esmo.org/ 

17.  ESO - European 
School of Oncology 

ESO has the aim of contributing to the 
reduction of deaths from cancer due to 
late diagnosis and/or inadequate 
treatment, by improving the skills of all 
health professionals dealing with cancer 
patients. 

http://www.eso.net/ 

18.  ESR - European 
Society of Radiology 

ESR is an apolitical, non-profit 
organisation, dedicated to promoting and 
coordinating the scientific, philanthropic, 
intellectual and professional activities of 
radiology in all European countries.  

http://www.myesr.org/start/ 

19.  EUREF - European 
Reference 
Organisation for 
Quality Assured 
Breast Screening and 
Diagnostic Services 

EUREF is a pan-European organisation, 
widely drawn from different MSs and is 
operated on a non-profit making basis.  

EUREF commits itself to the 
development and dissemination of the 
European Guidelines, certification of 
breast services and mammography 
equipment, training and provides support 
and advice on such issues. 

http://www.euref.org/ 
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No Name Activity Website 

20.  Europa Donna – The 
European Breast 
Cancer Coalition  

Europa Donna is an independent non-
profit organisation whose members are 
affiliated groups from countries 
throughout Europe. It works to raise 
awareness of breast cancer and to 
mobilise the support of European women 
in pressing for improved breast cancer 
education, appropriate screening, optimal 
treatment and increased funding for 
research. Europa Donna represents the 
interests of European women regarding 
breast cancer to local and national 
authorities as well as to institutions of 
the European Union. 

http://www.europadonna.org/ 

21.  EUROPREV - 
European Network for 
Prevention and 
Health Promotion in 
Family Medicine and 
General Practice 

EUROPREV aims to promote evidence-
based disease prevention in general 
practice/family medicine in Europe. 

http://www.europrev.org/ 

22.  EUSOMA - European 
Society of Breast 
Cancer Specialists 

EUSOMA is a multidisciplinary society 
committed to improving and harmonizing 
the standards of breast cancer care in 
Europe to make sure that all women 
have access to the best possible 
specialist breast diagnosis and treatment 
services. 

http://www.eusoma.org/ 

23.  G-I-N - Guidelines 
International network  

G-I-N is a global network that supports 
evidence-based health care and 
improved health outcomes by reducing 
inappropriate variation throughout the 
world. G-I-N mission is to lead, 
strengthen and support collaboration and 
work within the guideline development, 
adaptation and implementation 
community. 

http://www.g-i-n.net/ 

24.  GISMa – Gruppo 
Italiano Screening 
Mammografico 

GISMA is the Italian multidisciplinary 
association that promotes the diffusion 
of population-based breast cancer 
screening programmes in Italy and 
monitors the quality of diagnosis and 
treatment offered in these programmes. 

http://www.gisma.it/ 
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No Name Activity Website 

25.  IARC - International 
Agency for Research 
on Cancer 

IARC is the specialised cancer agency of 
the World Health Organization. 

The objective of the IARC is to promote 
international collaboration in cancer 
research.  

http://www.iarc.fr/ 

26.  ICC - Italian Cochrane 
Centre 

ICC is affiliated with the Cochrane 
Collaboration (CC). The objectives of the 
ICC are centred on supporting various 
activities of the Cochrane Collaboration 
within Italy. 

http://www.cochrane.it/ 

27.  IPOS - International 
Psycho-Oncology 
Society 

The International Psycho-Oncology 
Society (IPOS) was created to foster 
international multidisciplinary 
communication about clinical, 
educational and research issues that 
relate to psycho-oncology and primary 
psychosocial dimensions of cancer. 

http://www.ipos-society.org/ 

28.  JCI - Joint 
Commission 
International 

JCI works with health care organizations, 
governments, and international 
advocates to promote rigorous standards 
of care in three ways: accreditation, 
education, and advisory services. 

http://www.jointcommissioninternational.or
g/ 

29.  OECI - Organisation 
of European Cancer 
Institutes 

The primary objectives of OECI's 68 
associated European Cancer Centres are 
to improve communication and to 
increase collaborative activities among 
European cancer institutes. These goals 
are achieved by promoting and 
strengthening Comprehensive Cancer 
Centres in Europe. 

http://www.oeci.eu/ 

30.  Senonetwork – 
Associazione 
Senonetwork Italia 
Onlus 

Senonetwork is the Italian network of 
breast cancer services. It has the goal of 
promoting the treatment of breast 
cancer diseases in Italy in devoted 
centres which respect the European 
standards. 

http://www.senonetwork.it/ 
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No Name Activity Website 

31.  SIS – Senologic 
International Society 

SIS is composed of non-profit 
associations, societies, scientific 
institutions, and groups, aiming to the 
promotion of knowledge in biology and 
medicine in human sciences, related to 
the breast, in order to establish an 
international federation, with the 
intention of advancing prevention, 
diagnosis and treatment of breast 
diseases, to spread senologic knowledge 
and to promote interaction with the 
community.  

http://www.sisbreast.org/ 

 

Contact with stakeholders cited in the Table 1 allowed not only the exchange of valuable information for 

the ECIBC pillar-tasks, but also to acquire knowledge about various ongoing activities in Europe for the 

improvement of the quality of care of breast cancer and to announce the ECIBC and its foreseen activities. 

The International Agency for Research on Cancer (IARC), the European Reference Organisation for Quality 

Assured Breast Screening and Diagnostic Services (EUREF) and the European Cancer Network (ECN), as the 

entities responsible for the previous editions of the European guidelines for quality assurance in breast 

cancer screening (herein after referred to as the current European Guidelines to distinguish them from the 

New European Guidelines which will be developed under JRC coordination), were the first groups contacted 

for the project in order to get their input. Other entities were also considered as essential contacts for 

guidelines, such as the Guideline International Network (G-I-N) and the Italian Cochrane Centre (ICC) 

dealing with guidelines development methodology and evidence-based medicine. For the European QA 

scheme, the European co-operation for Accreditation (EA) and European Committee for Standardization 

(CEN) were the primary stakeholders in order to ensure the coherence of the breast cancer scheme with 

the Regulation (EC) No 765/2008. Other organisations already active at European level with QA schemes 

were also involved: for breast cancer European Society of Breast Cancer Specialists (EUSOMA) , European 

Cancer Care Certification (ECCC), Breast Centres Network (BCN), Senologic International Society (SIS), the 

German Society of Senology (DGS), the German Cancer Society (DKG), and Senonetwork – Associazione 

Senonetwork Italia; Organisation of European Cancer Institutes (OECI) and Joint Commission International 

(JCI) were contacted for more horizontal issues in healthcare quality. Due to the relevant role of screening 

and in particular of imaging also in the diagnosis step, special attention was paid to this area. 

Consequently, the European Society of Radiology (ESR), the European Federation of Organisations in 

Medical Physics (EFOMP) and the Gruppo Italiano Screening Mammografico (GISMa) were contacted. Other 

healthcare profiles consulted were general practictioners (EUROPREV - European Network for Prevention 

and Health Promotion in Family Medicine and General Practice) and nurses (EONS - European Oncology 
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Nursing Society). Other aspects of breast cancer care of particular interest were explored together with 

different stakeholders: palliative care (EAPC - European Association of Palliative Care), psycho-oncology 

(IPOS - International Psycho-Oncology Society), personalised medicine (EAPM - European Alliance for 

Personalised Medicine) education (ESO – European School of Oncology), research (EORTC - European 

Organisation for Research and Treatment of Cancer). Finally, patients' associations contacts, the 

Association of European Cancer Leagues (ECL), Europa Donna and the ECPC (European Cancer Patient 

Coalition) were essential for ensuring full involvement of women and patients at all stages of the project. 

 

In addition, pertinent international projects and networks whether funded by the EC or not, were  

considered relevant stakeholders for the project. Information was retrieved and responsible persons were 

contacted. Table 2 provides the list of international projects and networks contacted by the JRC in 2012 

and 2013. 

 Table 2. Stakeholders (international projects and networks)  

No Name Activity Funding 

1.  CANCON - European Guide on Quality 
Improvement in Comprehensive 
Cancer Control 

Purpose of this Joint Action is to address 
comprehensive cancer care across the 
member states and to set the guiding 
principles for its achievement. 

European Commission 
– Joint Action 

2.  DECIDE - Developing and Evaluating 
Communication strategies to support 
Informed Decisions and practice 
based on Evidence 

DECIDE is a 5-year project (running from 
January 2011 to 2015) whose objective is to 
improve the dissemination of evidence-
based recommendations by building on the 
work of the GRADE Working Group to 
develop and evaluate methods that address 
the targeted dissemination of guidelines. 

European Commission 
under the Seventh 
Framework 
Programme. 

3.  ECCG - European Cooperation on 
Development and Implementation of 
Cancer Screening and 

Prevention Guidelines 

The project aims to develop supplements to 
the current EU guidelines on specific topics, 
to maintain an EU forum for cooperation in 
cancer screening and guideline development 
and to describe the current epidemiology of 
breast and cervical cancer in the EU.  

European Commission 
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No Name Activity Funding 

4.  ENCR - European Network of Cancer 
Registries 

The ENCR promotes collaboration between 
cancer registries, defines data collection 
standards, provides training for cancer 
registry personnel and regularly 
disseminates information on incidence of 
and mortality from cancer in the European 
Union and Europe. 

European Commission 

5.  EPAAC - European Partnership for 
Action Against Cancer Joint Action 

EPAAC is a partnership that brings together 
the efforts of different stakeholders into a 
joint response to prevent and control cancer. 
In its initial phase, until early 2014, the work 
of the partnership will be taken forward 
through a Joint Action. It encompasses 36 
associated partners from across Europe and 
over 100 collaborating partners. 

European Commission 
– Joint Action 

6.  EURECCA - European Registration of 
Cancer Care  

The EURECCA project aims to improve the 
quality of cancer care through audits (of 
data). The project is ongoing for colorectal 
cancer and at the initial stage for breast 
cancer. 

European Society of 
Surgical Oncology 
(ESSO); European 
CanCer Organisation 
(ECCO) 

7.  EUREGHA - European Regional and 
Local Health Authorities 

EUREGHA is a network of 13 European 
Regional and Local Health Authorities 
focused on public health, which aim is to 
promote collaboration amongst regions and 
local authorities, more specifically regional 
and local health authorities in Europe, within 
the framework of the policies relating to 
public health and healthcare, as well as to 
establish focused collaboration with the 
institutions of the European Union and with 
the international and public organisations 
related to public health and healthcare 
throughout the world. 

European Regions: 

Lower Austria (AT); 
Catalunya (ES); East of 
England (UK); Flanders 
(BE); Skåne (SE); Västra 
Gotäland (SE); Veneto 
(IT); North West of 
England (UK); Podlaskie 
(PL) 

8.  EUROCAN - EurocanPlatform EUROCAN brings together 28 European 
cancer Institutions and organisations to work 
together in a unique collaboration. The 
centres share infrastructures and collaborate 
on projects to help advance cancer research 
and treatment. 

The aim of the project is to improve 
outcomes for cancer patients and reduce 
mortality. This is being achieved by focusing 
on three key areas of research: prevention, 
early detection and improved treatments. 

European Commission 
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No Name Activity Funding 

9.  EUROCARE - Survival of cancer 
patients in Europe 

EUROCARE is the largest collaborative 
research project on cancer survival in 
Europe. The project started in 1989 under 
the initiative of two research institutes, 
Istituto Nazionale Tumori (Milan, Italy) and 
Istituto Superiore di Sanità (Rome, Italy), 
with the participation of a large number of 
population-based Cancer Registries 
throughout Europe. The aims of the study 
are: to provide an updated description of 
cancer survival time trends and differences 
across European countries, to measure 
cancer prevalence, and to study patterns of 
care of cancer patients. 

Italian Ministry of 
Health, Compagnia di 
San Paolo, CARIPLO 
Foundation 

 

As regards projects and networks as listed in Table 2, due to its nature and content, the EPAAC Joint 

Action was frequently involved in the various activities and therefore EPAAC will be further mentioned in 

paragraph 5.2.4 including EPAAC events joined by JRC. As example of the activities where EPAAC was 

involved, the network of EPAAC National Contacts, via DG SANCO, were the initial contact points for the 

Survey on the organisation of breast cancer services in Europe (see paragraph 5.2.6).  

The other projects listed above were also involved at different degrees in the ECIBC preparation phase, 

depending on the topic and on the project stage; however they were contacted in view of future 

involvement in ECIBC activities  

To mention few examples, ENCR and DECIDE would be essential members for the New European 

Guidelines working groups (and ENCR also for the European QA scheme working groups); as regards 

EURECCA project, which is based on clinical databases auditing, planning for further involvement in the 

ECIBC activities is ongoing; and EUREGHA would be an important stakeholder not only for the 

implementation phase, but also as a potential source of hands-on experience and practices, in particular 

in the area of cancer screening.  

The individual stakeholders usually have one or more professional affiliations. A non-exhaustive list of 

public and private institutions contacted / met by the JRC, through one or more of their representatives or 

employees is reported in Table 3. 
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Table 3. Public and private institutions indirectly contacted through one or more of their representatives 

No Name Country 

1.  Accredia Italy 

2.  Azienda Sanitaria Locale (ASL) di Milano Italy 

3.  Breast Centre - Humanitas Cancer Centre (BCH) Italy 

4.  Champalimaud Foundation Portugal 

5.  CERMET Italy 

6.  Centre fribourgeois de dépistage du cancer du sein Switzerland 

7.  Croatian National Institute of Public Health Croatia 

8.  Danish Health and Medicines Authority - Hospital Services and Emergency 
Management 

Denmark 

9.  Deutsche Akkreditierungsstelle GmbH (DAkkS) Germany 

10.  Direção-Geral da Saúde Portugal 

11.  Swiss cancer screening, Fédération suisse des programmes de dépistage du 
cancer  

Switzerland 

12.  Fakultní nemocnice Olomouc Czech Republic 

13.  Gesundheit Österreich GmbH Austria 

14.  Gynaecological department (women’s clinic) Bürgerspital Switzerland 

15.  Iberoamerican Cochrane Centre Spain 

16.  Institut Català d'Oncologia Spain 

17.  Institute for Health Research - Lancaster University United Kingdom 

18.  Institute of Oncology Ljubljana Slovenia 
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No Name Country 

19.  Institute of Public Health of the Republic of Slovenia Slovenia 

20.  Karolinska University Hospital Sweden 

21.  Kooperationsgemeinschaft Mammographie GbR Germany 

22.  Lazio Regional Health Authority Italy 

23.  London Breast Institute United Kingdom 

24.  Mammografi Sverige - Unilabs AB Sweden 

25.  Mario Negri Institute Italy 

26.  Mass Screening Registry Finland Finland 

27.  Ministero de Sanidad y Politica Social Spain 

28.  Ministry for Health, the Elderly and Community Care Malta 

29.  Ministry of Health Cyprus 

30.  Ministry of Health Poland 

31.  Ministry of Health of the Republic of Lithuania Lithuania 

32.  Ministry of Health, Welfare and Sport The Netherlands 

33.  Ministry of Social Affairs Estonia 

34.  Ministère des affaires sociales et de la santé France 

35.  National Cancer Control Programme Ireland 

36.  National Cancer Institute Milano (Istituto Nazionale Tumori – INT) Italy 

37.  National Health Service (NHS) United Kingdom 
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No Name Country 

38.  The Netherlands Cancer Institute The Netherlands 

39.  Onkologický ústav sv. Alžbety, s.r.o. Slovakia 

40.  Oslo University Hospital Norway 

41.  Piedmont Reference Centre for Epidemiology and Cancer Prevention (CPO 
Piemonte) 

Italy 

42.  Public Association for Healthy People Hungary 

43.  Radboud University Medical Centre Nijmegen The Netherlands 

44.  Riga East University Hospital Latvia 

45.  The Royal Marsden, Downs Road United Kingdom 

46.  Scientific Institute of Public Health Belgium 

47.  Specialized Hospital for Active Treatment in Oncology Bulgaria 

48.  Syöpäjärjestöt - Cancer Society of Finland Finland 

49.  Swiss Accreditation Service (SAS) Switzerland 

50.  Tübingen University Germany 

51.  United Kingdom Accreditation Service (UKAS) United Kingdom 

52.  Università di Modena e Reggio Emilia Italy 

53.  University College Hospital, London United Kingdom 

54.  Vivantes Center for Breast Diseases Germany 
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Finally, an official joint request from DG SANCO and the JRC to health attachées allowed the nomination 

of national contacts for the project. The list of national contacts is now completed and will be published 

on the project's web-page. Their contribution and input will be asked at various stages of the project, 

particularly in the drafting of ECIBC documents. This input will be essential for ensuring that the ECIBC 

respects countries' needs and that adherence and implementation to the European QA scheme would be 

enhanced. 

 

5.2 Description of events  

In the following section attendance at conferences, workshops, and training events (e.g. courses) relevant 

to the ECIBC is reported. Participation was as speakers or only as participants. In addition, three  

workshops were organised by the JRC-IHCP in the Ispra site. 

5.2.1 Attendance at conferences / workshops / trainings as participants 

Members of JRC-IHCP attended 10 events in 2012 and 2013.  

In Table 4, events with date, location, title, and impact for the ECIBC are listed. 
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Table 4. Attendance at conferences / workshops / trainings as participants 

No Date Event Organiser Title Place Impact 

1.  21/03/2012 Conference European CanCer Organisation 
(ECCO) 

8th European Breast Cancer 
Conference 

Wien (AT) This conference provided useful data to inform 
the JRC's actions for the ECIBC, with a 
particular focus on existing certification 
schemes. 

2.  23-27/06/2012 Training London School of Hygiene & 
Tropical Medicine (LSHTM) 

Cancer survival: principles, 
methods and applications 

London (UK) This training provided technical knowledge 
regarding survival analysis using data from 
cancer registries and to explore potential and 
limits of survival as a benchmark measure for 
certified breast cancer services. 

3.  22-25/08/2012 Conference  

Training 

Guidelines International Network 
(G-I-N) 

G-I-N Conference Berlin (DE) During the conference several aspects related 
to the development of guidelines were covered, 
including the compromise between evidence 
and consensus, identifying potential readers, 
implementation after development and 
updating and adaptation of existing guidelines. 
The event included training on the GRADE 
methodology. 

4.  16-19/09/2012 Workshop Scandinavian Journal Acta 
Oncologica 

Symposium on survivorship 
and rehabilitation 

Copenhagen 
(DK) 

Sessions focused on rehabilitation and 
survivorship, late effects, cancer patients and 
their families and screening for cancer 
constitutes a basis for incorporating these 
aspects into the guidelines and the 
accreditation scheme. 
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No Date Event Organiser Title Place Impact 

5.  29-30/11/2012 Conference Emilia Romagna Regional Health 
Authority 
 

4th Annual Breast Units 
Conference 

Cesena (IT) The workshop focused on the organisation of 
breast cancer care in different regions of Italy. 
In addition, EUSOMA criteria for quality 
assessment of breast cancer units was 
presented and discussed. 

6.  27/06/2013 Conference German Society of Senology 
(DGS) 

DGS Annual Conference Munich (DE) The ECIBC was presented to the DGS board. 
Project updates were also presented to the 
DGS board. 

7.  01/07/2013 Training Department of Public Health and 
Policy, University of Liverpool 

European Summer School of 
Evidence Based Public Health 

Liverpool (UK) The workshop focused on the development, 
implementation and evaluation of effective 
programmes and policies in public health 
through the application of the principles of 
scientific reasoning, including systematic uses 
of data and information systems. 

The ECIBC was introduced to participants and 
speakers and the potential for collaboration 
explored. 

8.  26/09/2013 Workshop SenoNetwork 

Italian Society of Medical 
Radiology (SIRM) 

Italian Group for Mammography 
Screening (GISMa) 

Workshop on Quality Indicators 
in Breast Cancer Care 

Turin (IT) The workshop focussed on recent scientific 
evidence regarding current issues related to 
breast cancer care indicators.  
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Attendance at these events allowed the building of competences and to get updates in the field of breast 

cancer care; QA schemes related to breast cancer services; methodology for developing and maintaining 

guidelines; global healthcare quality issues; survival and survivorship. These aspects of care have an 

impact on the two principal lines of the project, namely the development of the New European Guidelines 

and the European QA scheme for breast cancer services. 

Participation in these events also provided the opportunity for networking and for gathering information 

regarding additional stakeholders and experts to approach on behalf of the project, as well as provide an 

important channel for disseminating information regarding the ECIBC.  

 

5.2.2 Attendance at conferences / workshops / trainings as presenters  

Table 5 presents the list of events where the JRC gave presentations related to the ECIBC. Presentations 

in relation to EPAAC activity are included in Table 6 - JRC participation at EPAAC events. 
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Table 5. Attendance at conferences / workshops / trainings as presenters 

No Date Organiser Event Location Presentation  

1.  11-13/04/2013 Polish Society for Breast 
Cancer Research 

Diagnosis and Treatment 
of Breast Cancer 
Conference 

Warsaw (PL) EU voluntary accreditation scheme for breast cancer services and 
revision/integration of the 4th edition of the European guidelines 

2.  14-15/05/2013 Organisation of European 
Cancer Institutes (OECI) 

OECI Oncology Days Brussels (BE) EU voluntary accreditation scheme & breast cancer guidelines for 
breast cancer services 

3.  05/06/2013 Research Media Ltd; World Research and 
Innovation Congress – 
Pioneers in Healthcare 

Brussels (BE) Creating a feedback loop to drive future research strategy, with 
research influencing healthcare policy and government initiatives 

4.  01-04/09/2013 International Organization 
for Medical Physics (IOMP) 

International Conference 
on Medical Physics (ICMP 
2013) 

Brighton (UK) A parallel European objective: guidelines and accreditation scheme 
for breast cancer services 

5.  24-26/09/2013 Italian Society for 
Mammography Screening 
(GISMa) 

GISMa Annual Conference  Turin (IT) Tools to assess women's satisfaction and perception of organised 
breast cancer screening programmes: a systematic review with a 
special focus on the Italian perspective 

9.  10/05/2013 International Society for 
Quality in Healthcare 
(ISQUA) 

30th International ISQUA 
Conference 

Edinburgh (UK) Voluntary European accreditation scheme for breast cancer 
services. 

6.  28/09 – 
01/10/2012 

European CanCer 
Organisation (ECCO) 

The European Cancer 
Congress 2013 – ECCO 
17 

Amsterdam (NL) A parallel European objective: guidelines for quality assurance in 
breast cancer care and a voluntary accreditation scheme for breast 
cancer services 
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No Date Organiser Event Location Presentation  

7.  15/10/2013 European Parliament EP roundtable event: The 
role of radiology/imaging 
in personalised medicine: 
how to provide the right 
prevention and treatment 
to the right patient at the 
right time? 

Brussels (BE) A presentation on the role of radiology/imaging in personalised 
medicine was given, with particular reference to the ECIBC.  

8.  17-19/10/2013 Europa Donna 11th EUROPA DONNA Pan-
European Breast Cancer 
Conference 

Prague (CZ) European breast cancer advocacy: ensuring quality services and 
equal access 

9.  17/10/2013 Senologic International 
Society (SIS) 

Senologic International 
Society School Conference 

Warsaw (PL) The role of the European Commission and the Institute for Health 
and Consumer Protection in accreditation 

10.  25/10/2013 NEBO Ricerche PA Amenable mortality and 
intelligence 

Rome (IT) Cancer Screenings: an intelligent choice for citizens and institutions 

11.  14/11/2013 Gaetano Pini Hospital  and 
the European Parliament 
Information Office - Milan 

Ethics, health and 
European citizenship  

Milan (IT) Public Health Policy Support Unit projects in line with the EC 
priorities and how the researchers' profession evolves in public 
health policies 

12.  14-15/11/2013 JRC Scientific support for 
public health: existing 
actions, new challenges 
and European added 
value 

Brussels (BE) Cancer policies at EU level: JRC actions 
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The purpose of the presentations was to disseminate information about the ECIBC. In some cases, a copy 

of the presentation was made available to the participants as event's material or accessible to the public 

on the event’s website. The opportunity to present the initiative was motivated by the need of enhancing 

acceptance and acknowledgement of the JRC as new actor in this field. 

 

5.2.3 Meetings with EC institutions 

Regular meetings with EC and non-EC institutions were necessary to ensure that EC action in the field 

would be unified and agreed upon. The institutions involved were: JRC institutes other than IHCP, DG 

SANCO, DG ENTR, DG RTD, the EAHC and the ECDC. Meetings with members of the European Parliament 

Against Cancer (MACs) were also organised. As previously mentioned in the current document's scope, 

those meetings are not covered by the present report; however, is worth mentioning that the JRC is 

regularly invited to participate in meetings of the Patient Safety and Quality of Care Working Group 

coordinated by DG SANCO and the Accreditation Steering Group meetings organised by DG ENTR. 

 

5.2.4 Attendance at events related to the EPAAC initiative 

EPAAC was launched in 2009, after the European Commission published its Communication on Action 

Against Cancer: European Partnership. The specificity of the Partnership is that it brings together the 

efforts of different stakeholders in a joint response to prevent and control cancer. The National Institute 

of Public Health in Slovenia has assumed the role of leader for the EPAAC Joint Action, which 

encompasses 36 associated partners from across Europe and over 100 collaborating partners. JRC staff 

have regularly attended events related to the EPAAC initiative since 2012, including  steering committee 

(SC) and work package meetings, workshops and open forums. The ECIBC was presented during the EPAAC 

Work Package 6 (Early Diagnosis/Screening) Workshop 3: breast cancer screening and during the Open 

Forum in Ljubljana (in addition to the presentation, a poster and project fliers were distributed). 
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Table 6. JRC participation at EPAAC events 

No   Period Meeting Location 

1.    02/03/2011 SC meeting  Dublin (IE) 

2.    20/09/2011 SC meeting  Ljubljana (SI) 

3.    20/03/2012 SC meeting Berlin (DE) 

4.    19-21/06/2012 EPAAC Open Forum Rome * Rome (IT) 

5.    02/07/2012 EPAAC Work Package 8 (Research) meeting Brussels (BE) 

6.    24-26/09/2012 SC meeting Athens (GR) 

7.    8-9/10/2012 EPAAC Work Package 6 (Early Diagnosis/Screening) 
Workshop 2: cervical cancer screening 

Padova (IT) 

8.    3-4/06/2013 EPAAC Work Package 6 (Early Diagnosis/Screening) 
Workshop 3: breast cancer screening * 

Brussels (BE) 

9.    26-27/11/2013 EPAAC Open Forum Ljubljana * Ljubljana (SI) 

* presentation given by the JRC 

 

5.2.5 Organisation of large workshops and trainings  

In 2013, the JRC organised two workshops in order to garner support and consensus for the project—

particularly in view of the planned deliverables and the proposed working modalities. The first workshop 

took place 21-22 February 2013 and was primarily targeted clinical experts and stakeholders whilst the 

second, held 13-14 March 2013, was aimed at delegates from targeted countries (EU Member States plus 

Croatia, Norway and Switzerland) who are in some way responsible for the provision of breast cancer 

screening and treatment programmes.   

The workshop for experts included 41 experts representing 44 organisations (including multiple 

affiliations). The workshop agenda included plenary sessions, primarily designed to inform participants 
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regarding the background and main pillars of the ECIBC and to open discussion for reaching consensus 

regarding the ECIBC design. Parallel sessions were added in order to focus discussions related to four 

main topics: 

1. Accreditation 

2. Guidelines and Research 

3. Patients (in Accreditation and in Guidelines) 

4. Databases and Cancer Registries 

 

The workshop for countries' delegates included 28 delegates representing 24 countries. The agenda 

included information about the ECIBC, as well as a summary of the conclusions from the first workshop, 

and open discussion in an effort to reach consensus on the ECIBC.  

These workshops represented the first advisory board for the ECIBC and were a crucial starting point for 

the ECIBC's conception and planning. 

On 11-12 December 2013, a training session on guidelines development and application of GRADE for 

evidence definition was organised mainly for EC staff in order propose a common methodological 

approach within JRC and the EC to develop evidence-based health recommendations. Training material 

was also posted on the ECIBC webpage (Link to JRC workshop on GRADE webpage) in order to make the 

information available to interested stakeholders external to the JRC. 

5.2.6 Survey on the organisation of breast cancer services in Europe 

A survey was conducted in 2012 for mapping out and understanding the organisation of breast cancer 

care and screening across Europe. The requested information was considered crucial for setting-up a 

European QA scheme flexible enough to respect and take into account these different settings.  With the 

support of DG SANCO, the network of EPAAC national contacts was involved for coordinating responses at 

country level for each of the 28 EU Member States plus Iceland and Norway. A full report on the survey 

results will be published soon; however, for the scope of this report, it is important to mention that 83% 

of the countries targeted for the survey responded.  As regards to competence area 96% of respondents 

had a national mandate, with the sole exception of UK, where the respondent covered only England. Many 

of them were employed by their National Ministry of Health, while other respondents were from research 

centres, cancer registries or screening programmes.  The large number of people further involved in the 

questionnaire's answers in addition to the original focal point (28 more collaborators) also reflects the 

level of commitment of countries and the broad spectrum of competences and professional profiles 

contributing to the survey. The list of stakeholders participating into the survey, and designated by their 

country to provide information, is reported in Table 7. 
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Table 7. Entities contributing to the Survey on the organisation of breast cancer services in 

Europe 

No Country Contributor  

1.  Austria Gesundheit Österreich GmbH 
Austrian Federal Ministry of Health 

2.  Belgium Federal Public Service of Public Health 

3.  Bulgaria Specialised Hospital for Active Treatment in Oncology (Sofia) 
National Cancer Registry 

4.  Cyprus Ministry of Health 

5.  Czech Republic Masaryk University, Institute of Biostatistics and Analyses 

6.  Germany Federal Ministry of Health 
Kooperationsgemeinschaft Mammographie GbR 
Bereichsleiterin Zertifizierung - Deutsche Krebsgesellschaft e.V 

7.  Estonia Ministry of Social Affairs 

8.  Spain Area of Strategies in health 
Area of Safety and Quality 
Area of Accreditation 
Area of Prevention 

9.  Finland Cancer Society of Finland 
Finnish Cancer Registry/Cancer Society of Finland 
Mass Screening Registry/ Cancer Society of Finland 

10.  France Department of Health,  Ministry of health  

11.  Croatia Croatian National Cancer Registry, Croatian National Institute of Public Health 

12.  Hungary National Institute of Oncology, Department of Breast and Sarcoma Surgery 
National Public Health and Medical Officer Service 

13.  Ireland Department of Health 
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No Country Contributor  

14.  Italy Ministry of Health 

15.  Lithuania General Medical Care Division 

16.  Luxembourg Ministère de la Santé 

17.  Latvia Diagnostic Radiology Center, Riga East University Hospital 

18.  Malta Office of the Chief Medical Officer, Ministry for Health  
Sir Paul Boffa Hospital 
National Screening Unit 
Mater Dei Hospital 

19.  Netherland Ministry of Health, Welfare and Sport  
National Institute for Public Health and the Environment (RIVM) 

20.  Norway Norwegian Directorate of Health 
Cancer Registry of Norway 

21.  Romania "Prof. Dr. Ion Chiricuta," Institute of Oncology 

22.  Sweden Unilabs AB 

23.  Slovenia Ministry of Health 

24.  Slovakia Slovak Republic (no further details given) 

25.  England Department of Health 
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5.2.7 Bilateral meetings with organisations or individual experts 

Some stakeholders included in Tables 1 to 3 were also invited for on-site and remote bilateral meetings. 

Thirty-seven bilateral meetings comprised of videoconferences, teleconferences and on-site meetings 

were held during the period covered by this report. 

 

6 Stakeholders' inputs  

Many of the main inputs from stakeholders and points of agreement for the two main activities of the 

ECIBC - the development of a voluntary European QA scheme and development of New European 

Guidelines – come from the two workshops held in 2013, but essential inputs were also received during 

bilateral meetings, participation at events, etc. Conclusions from the two workshops are summarised and 

listed with other essential stakeholders' direct and indirect contributions to the ECIBC are provided in the 

section below.  

 

6.1. General concept of the initiative  

 Women / patients should be at the centre of the ECIBC and of its outcomes (communication, feed-

back, quality of life, support, etc.).  

 Patients associations can support the ECIBC e.g. providing a patient's perspective regarding the 

usefulness and effectiveness of existing services, guidelines and policies from their members, 

collaborate in the drafting of the accreditation protocol, in particular as regards the collection of 

patients feedback and their follow-up (preventive and corrective actions. 

 It is essential that the ECIBC involves all concerned stakeholders and experts: clinical experts, 

policy makers, general practitioners, screening programme managers, epidemiologists, breast 

cancer screening services' managers, patients' associations, cancer leagues, experts in 

accreditation, methodologists, etc. 

 Diagnosis Related Group (DRG) reimbursements for breast cancer care would need 

agreement/harmonisation across Europe. In some countries the reimbursement rate does not 

allow differentiation of reimbursement rates depending on quality features / additional 

interventions (e.g. breast reconstruction) and this aspect of reimbursement policies should be 

investigated. 
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 It was suggested by some stakeholders the importance of involving, when possible, women as 

experts, to get an inside view of the potential impact on quality of care in breast cancer services 

and with regard to the promotion of the initiative to the public. 

 An optimal development of the ECIBC web-hub is essential. It should include apps and other 

communication tools in order to reach a wide audience.  

 The need for more information on the ECIBC's legal background and on funding possibilities for 

involved countries and entities was expressed and the JRC, with the support of DG SANCO, 

provided this information and will continue to do so.  

 The monitoring process is fundamental to the implementation of the ECIBC's pillars. It is therefore 

essential to identify indicators and to explore the possible interface with cancer registries and 

clinical databases.  

 

6.2. New European Guidelines 

 The previous editions of the European Guidelines were recognised to be the official reference for 

development of screening programmes. Therefore, in addition to the just released supplements to 

the 4th edition, the development of the New European Guidelines is urgent and should be given 

priority; in particular., the chapters related to epidemiology, radiology, risk management, 

multidisciplinary approaches and implementation should be given the highest priority; 

 The New European Guidelines should be developed also in collaboration with the 4th edition editors 

in order to build on past experience and knowledge.  

 Whilst the JRC should provide guidance and coordination, in particular as regards the framing 

methodology and the linkage with the European QA scheme requirements, experts' input from all 

relevant fields is necessary during the process of guidelines development to ensure that all 

content and topics are fully covered and are up-to-date.   

 The inappropriate use of screening tests – e.g. women too young, too infrequent or too frequent 

tests, etc. – can waste resources. Research projects on tailored screening (e.g. according to age, 

individual risk and breast density) are ongoing. The New European Guidelines will have to take into 

account these aspects. 

 Procedural pain and discomfort (e.g. mammography, biopsy, etc.) should also be addressed. 
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 A web-based platform will allow the supplement of the main structure of the guidelines with 

aspects based on the pattern of care and stratified by multiple layers of targeted searching 

capabilities (e.g. professional profile, aspect of care, target reader profile, quality dimension, 

safety aspects, competence requirements, etc.). A short summary for women in their mother 

tongue is also envisaged. 

 A lean workflow for the guidelines should be developed, including detection of gaps of evidence, 

reviewing of literature (including unpublished randomised controlled trials), developing guidelines 

(or adoption of national guidelines upon compliance to a set of standards), maximisation of their 

implementation and monitoring of their application, monitoring of outcomes, setting up of simple 

tools to determine updating needs and timing of updates. The entities monitoring guidelines 

implementation and outcomes should be independent from guidelines developers.  

 Internationally applied tools and methodology should be used when available rather than 

developing new ones, (e.g. GRADE for grading evidence, NICE guidelines development process can 

be adapted for the European dimension, etc.). 

 Implementation tools for translating the New European Guidelines into national settings (e.g. 

ADAPTE collaboration toolkit) should be considered. 

  

6.3. Guidelines for stages other than screening and diagnosis 

 Stakeholders suggested that clinical guidelines for stages of care other than screening and 

diagnosis should not be developed by the JRC, at least not at the first roll-out of the ECIBC. Other 

entities are already developing guidelines and the JRC should make use of what already exists. 

The third pillar of ECIBC, the platform for high-quality guidelines for stages other than screening 

and diagnosis to become referring documents for the European QA scheme, will be based on such 

existing guidelines. 

 Guidelines can be supranational since the recommendations are obtained via a common 

evidence/consensus grading process, but their implementation at national- or local-level is 

governed by national and local health policies and organisational settings. Where necessary, 

national best-practice guidelines can be used so long as they meet a minimum standard (criteria 

to be used can be for instance those covered by AGREE  II). 

 Like for the New European Guidelines, internationally applied tools and methodology should be 

used when available rather than developing new ones, e.g. AGREE II for evaluating guidelines for 

the platform and ADAPT for translating the New European Guidelines into  national settings. 
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 Some criteria for the service provision guidelines addressing the issue of palliative care (will also 

be included. 

 

6.4. European QA scheme 

 The European QA scheme should cover all breast cancer care stages (screening, diagnosis, 

treatment, survivorship – support – palliative care, and management of recurrence). 

 The two main tasks, the guidelines and the QA scheme, should be undertaken in parallel, as 

guidelines will constitute the reference base for the European QA scheme requirements, and be 

modular, in order (i) to ease the updating process and (ii) to accommodate different organisational 

settings (in particular as regards screening and the rest of the process which can fall under the 

purview of different entities).  

 The European QA scheme should take into due account the relevant Council Conclusions,5 and 

fulfil the requirements of the European legal framework for accreditation6 and for cross-border 

healthcare (when relevant)7 . 

 The uniformity of benchmarking across different countries will be ensured by the framework of 

bodies foreseen by the European legal framework for accreditation. 

 The European QA scheme should be owned by an EU Institution to ensure its independence and 

availability within the rules of the European legal framework for accreditation. 

 The European QA scheme should consider existing schemes; it should not overlap with or 

endanger existing national schemes (e.g. proposing a lower level of quality requirements). 

 The European QA scheme should be sustainable and neither expensive nor impose heavy 

bureaucratic burden. High level professionals should be involved in auditing in order to make the 

scheme, which is voluntary, attractive enough for those services already certified by other entities. 

 Even if certification/accreditation may inevitably lead to centralisation of breast centres and units, 

the European QA scheme should not require the centralisation of all stages of care in a unique 

centre, but focus on quality requirements (the what) rather than imposing the implementation set-

ups (the how) which will stay under the responsibility of the national entities.  

                                                                                                                           
5 OJ  L  327,  16.12.2003,  p.  34-‐37 
6 OJ  L  218,  13.8.2008,  p.  30 
7 OJ  L  88,  4.4.2011,  p.  45 
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 The need of more information on how accreditation functions under the EU legal frame was 

expressed by all stakeholders.  

 The implementation at national level should foresee the adoption of restrictive / acknowledging 

mechanisms in order to discourage opportunistic approaches to screening and treatment and 

encourage quality and, when possible, excellence. 

 Technical supporting documents will be essential for supporting breast cancer services (and 

screening services in particular) in the implementation stage. Therefore, it is necessary to create a 

close link with the New European Guidelines recommendations (e.g. via directly reference to 

technical documents) and with recommendations derived from the guidelines included in the 

platform as well. 

 Proficiency tests will be an important topic addressed in the framework of the European QA 

scheme, in particular for radiologist, radiographers and pathologists. Some individual countries 

and professional associations have developed their own tools, but harmonisation at European 

level will be important. 

 Implementation tools for supporting countries should be envisaged (e.g. for evaluating economic 

impact of implementation, monitoring indicators and related statistical tools, language 

translations for short guidelines, etc.). 

 A pilot test of the protocol should be performed, after the major points have been agreed upon by 

the working groups. Quality indicators should also be modified, if needed, upon feed-back from 

auditors. 

 Issues and requirements related to patient privacy, language and cultural barriers should be taken 

into account and some measure of patient safety should be included. 
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7 Conclusions 

 The bilateral meetings targeted different stakeholder profiles: from patient associations to 

accreditation/ certification bodies, experts and health care managers and they focused on two 

main goals:  

i. to receive inputs and envisage possible collaborative partnerships  for the ECIBC 

ii. to give visibility to the initiative and build trust in the JRC's capacity to conduct it. 

 

 The great majority of stakeholders had a positive reaction to the ECIBC and expressed their 

support. For those stakeholders not fully approving its involvement in the healthcare area, the JRC 

will carefully consider these objections and act to reduce any concerns. 

 Strong encouragement from many stakeholders in applying an evidence-based approach to all the 

steps of the ECIBC fits with the JRC's role as the science arm of the European Commission to 

provide and apply scientific evidence to European policies. 

 The contribution of national contacts was and will be essential for ensuring that evidence 

implementation is feasible. In this respect, the diversity of European countries' health systems will 

be taken into account in particular for the European QA scheme, in order to ensure adaptability 

and appropriate application; this was in fact the main purpose of the Survey on the organisation 

of breast cancer services in Europe. 

 Transparency was considered to be essential. Furthermore, all activities and derived outcomes 

should be readily available and open to all stakeholders. 

 The JRC is still not widely recognised at European and international levels. The Healthcare Quality 

Team should continue to regularly attend conferences and meetings in relation to cancer, public 

health, guidelines development and maintenance, methodologies, epidemiology and QA in 

healthcare in order to maintain good collaboration with stakeholders, as well as, with other EC 

DGs and EU institutions. A communication campaign for adequately inform about JRC role in the 

field of healthcare quality and the related activities might be planned. 
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8 Future perspectives 

The contact and involvement of stakeholders will not cease after the preparatory phase is closed. On the 

contrary, via additional means, such as working groups, advisory boards, consultations, publications, etc. 

the JRC will continue and intensify the collaboration with stakeholders and will continue to identifying new 

ones. 

The list of organisations, entities and projects to be contacted and involved in the ECIBC is continuously 

updated and includes: 

 

 Canada Accreditation International 

 Continua Health Alliance 

 DUQuE project (Deepening our understanding of quality improvement in Europe) 

 EHMA (European Health Management Association) 

 EFQM (European Foundation for Quality Management) 

 EFRS (European Federation of Radiographer Societies) 

 ESQH (European Society for Quality in Healthcare) 

 ESP (European Society of Pathology) 

 EUNetHTA (European Network on Health Technology Assessment) 

 EUROPREV (European Network for Prevention and Health Promotion in Family Medicine and 

General Practice)  

 EUPHA (European Union Public Health Association) 

 EUSOBI (European Society of Breast Imaging) 

 HIQA (Health Information and Quality Authority) 

 HOPE (European Hospital and Healthcare Federation) 

 ICSN (International Cancer Screening Network) 

 IFHIMA (International Federation of Health Information Management Associations  

 Institute of Cancer Policy 

 ISQUA (International Society for Quality in Healthcare) 

 JACIE (Joint Accreditation Committee-ISCT) 

 KTQ (Kooperation fur Transparenz und Qualitat im Gesundheitswesen) 

 NCPRP - National Cancer Peer Review Program (UK) 

 SESPM (Senology and Breast Pathology Spanish Society) 

 SSS (Swiss Senology Society) 

 Swiss Cancer League 

 UEMS (European Union of Medical Specialists) 

 WHO European Observatory on Healthcare Systems and Policies 
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While the ECIBC's activities are ongoing, a report similar to this is planned on an annual basis in order to 

maintain transparency on how the JRC collaborates with stakeholders and to acknowledge their 

contribution to the ECIBC.   
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