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Pilot European Reference 

Networks in the Call 2013 
4.2.2.7. Pilot networks of cooperation under 
Directive 2011/24/EU 

 This action seeks to pave the way for 
European reference networks, as provided for 
by Directive 2011/24/EU 

 European reference networks will link health 
care providers and centres of expertise in the 
Member States 

 The aim is to improve access to diagnosis and 
provide high-quality health care to patients 
who have conditions that require a particular 
concentration of resources or expertise, 
especially where the expertise is rare and 
case volume low.  



Pilot European Reference 

Network on pediatric oncology 

 

 Work should cover concrete goals of and 
proposals for the concentration of low-
frequency or high-complexity diagnostic 
and therapeutic procedures in services 
that have an adequate caseload and 
audited results. It also covers an 
evaluation of outcomes.  

 The objective of a pilot network of 
cooperation on rare cancers is to develop 
and support the implementation of the 
Europe-wide standards of care 



Project draft on a pilot European  

Reference Network on Rare Tumors   



Project draft: pilot European 

Reference Network on Rare Tumors  

 

A.F. 4.2. Contribution to the Second health 
programme and the annual work plan 

A.F. 4.4. Strategic relevance, EU added 
value and innovative nature 

A.F. 4.3. Pertinence of the geographical 
coverage in relation to the scope 

A.F. 4.1. Adequacy of the project with the 
social, cultural and policy context 



Project draft: pilot European  

Reference Network on Rare Tumors  

 

Policy context elements to use for the 

application form section 4: 

 Cross border care directive (art.12) 

 EU action in the area of Rare Diseases 

 European Partnership for Action Against 

Cancer (EPAAC) 



Policy context element ♯ 1: The 

cross-border care directive:  
Art. 12: European reference networks shall have at 
least three of the following objectives:  

 (a) to help realise the potential of European 
cooperation regarding highly specialised healthcare 
for patients and for healthcare systems by exploiting 
innovations in medical science and health 
technologies 

 (b) to contribute to the pooling of knowledge 
regarding sickness prevention;  

 (c) to facilitate improvements in diagnosis and the 
delivery of high-quality, accessible and cost-effective 
healthcare for all patients with a medical condition 
requiring a particular concentration of expertise in 
medical domains where expertise is rare;  

 (d) to maximise the cost-effective use of resources 
by concentrating them where appropriate;  

 



Policy context element ♯ 1: The 

cross-border care directive:  
 (e) to reinforce research, epidemiological 

surveillance like registries and provide training for 
health professionals;  

 (f) to facilitate mobility of expertise, virtually or 
physically, and to develop, share and spread 
information, knowledge and best practice and to 
foster developments of the diagnosis and treatment 
of rare diseases, within and outside the networks;  

 (g) to encourage the development of quality and 
safety benchmarks and to help develop and spread 
best practice within and outside the network;  

 (h) to help Member States with an insufficient 
number of patients with a particular medical 
condition or lacking technology or expertise to 
provide highly specialised services of high quality.  

 



The Commission shall:  

 (a) adopt a list of specific criteria and conditions that the European 
reference networks must fulfil. 

These criteria and conditions shall ensure, inter alia, that European 
reference networks:  

 (i) have knowledge and expertise to diagnose, follow-up and manage 
patients with evidence of good outcomes, as far as applicable;  

 (ii) follow a multi-disciplinary approach;  

 (iii) offer a high level of expertise and have the capacity to produce 
good practice guidelines and to implement outcome measures and 
quality control;  

 (iv) make a contribution to research;  

 (v) organise teaching and training activities; and  

 (vi) collaborate closely with other centres of expertise and networks at 
national and international level;  

 (b) develop and publish criteria for establishing and evaluating 
European reference networks;  

 (c) facilitate the exchange of information and expertise in relation to the 
establishment of European reference networks and their evaluation. 

Policy context element ♯ 1: The 

cross-border care directive:  



Policy context element ♯ 2: EU 

policies on Rare Diseases 

 

 The EU Council recommendation on 

rare Diseases 

 The EUCERD recommendation on 

criteria for European Reference 

Networks 



EU Council Recommendation on 

Rare Diseases 

 

Key areas of action: 

 National plans and strategies 

 Definition, classification, inventorying of 
RD 

 Research on RD 

 Centres of Expertise and ERNs 

 Gathering the expertise and knowledge 

 Empowering patients 

 

 



EUCERD recommendation on 

criteria for ERNs in the area of RD 
 

 Registries  

 Quality assurance mechanisms for laboratory 
testing  

 Mechanism for information flow for good 
practice guidelines  

 Training/education tools  

 Mechanisms for evaluation/indicators of 
performance  

 Communications infrastructure  

 Cross-border referral mechanisms  

 Telemedicine core  



Project draft: European pilot 

Reference Network on Rare Tumors  

 

 

Policy context element ♯ 3: the European 

Partnership for Action Against Cancer 

(EPAAC) 



The European Partnership for 

Action Against Cancer (EPAAC) 
 

The general objective of this Joint Action is to contribute 
to the reduction of cancer burden in the EU by actions 
in the areas of: 

 health promotion and prevention, 

 screening and early diagnosis, 

 cancer related health care, 

 coordination of cancer research and  

 cancer information and data. 

 

The overall objective is to support Member States  in 
the development of their National Cancer Plans (NCPs). 





Project draft on a pilot European  

Reference Network on Rare Tumors  



Project draft: European pilot 

Reference Network on Rare Tumors  

 

A.F. 3.1. Problem analysis including 

evidence base 

A.F. 3.2. General objective of the project 

(link with art.12 of the Cross-Border care 

directive) 



From general objective to              

the definition of activities and WP 

 

A.F. 3.3. Specific objectives (SO) 

Detailing the SO: the choice of methods  

leads to the definition of activities 

 



From general objective to              

the definition of activities and WP 

 

A.F. 3.6. Methods and means (link with 

6.1. (WP definition) and description of 

WPs (6.2. Horizontal WPs and 6.3. Core 

WPs) 

 Each of the SO will be linked to one   

WP and will include the appropriate 

methods/ activities to achieve this SO 

 



The other key elements/ sections: 

 

A.F. 3.4. Indicators 

A.F. 3.5. Target groups 

A.F. 3.7. Project outcomes 

A.F. 3.8. Deliverables 

 

 

 



Project draft: pilot European  

Reference Network on Rare Tumors  

 

Technical content reference documents to 

use for the application form section 3: 

 RarecareNet 

 European Partnership for Action Against 

Cancer (EPAAC) 

 Bench-can and OECI accreditation work 

 Affordable cancer in the 21st century 











Pilot European Reference  Network 

on Rare Tumors  
 

A.F. 3.1. Problem analysis including evidence 
base 

 Significant burden of rare cancers 
(RARECARE) 

 (Technical) rationale behind the ERNs 

A.F. 3.2. General objective of the project (link 
with art.12 of the Cross-Border care directive) 

 Contribute to improving quality of care/ quality 
of life of patients with rare cancers 

 How: by “Pilot testing” the concept and 
technical components of an ERN 



From general objective to              

the definition of activities 
 

A.F. 3.3. Specific objectives 

 SO1. Develop quality standards for 
diagnosis and treatment 

 SO2. Ensure continuity of care as well as 
coordinated support between health and 
social sectors 

 SO3. Develop tools for data collection on 
disease, treatments, outcomes and cost 

 SO4. Develop the knowledge base on the 
selected diseases 



Detailing the SO: choice of methods  

leads to definition of activities 

 

A.F. 3.6. Methods and means (link with 

6.1. (WP definition) and description of 

WPs (6.2. Horizontal WPs and 6.3. Core 

WPs) 

 Each of the SO will be linked to one   

WP and will include the appropriate 

methods/ activities to achieve this SO 



SO 1. Develop quality standards for 

diagnosis and treatment 
 

Appropriate methodologies for: 

 Drafting clinical practice guidelines 
(literature reviews; consensus writing 
process; validation process, etc.) 

 Developing/ putting in place a QA scheme 
for diagnosis (central sample control; 
accreditation of labs) 

Target groups:  

 Primary: Healthcare professionals 

 Secondary: Patients 



SO 2. Ensure continuity of care as 

well as coordinated support  
 

Appropriate methodologies for: 

 Multidisciplinary approach in care setting (protocols 
for case review or referrals) 

 Development of care pathways in care setting/ health 
system 

 Developing integrated care between health and 
social sector (eg. Cooperation protocols; outreach 
programme development; integration of social 
services in care pathways, etc.) 

Target groups:  

 Healthcare and social service providers/ practitioners 

 Policy makers, patients, carers 



SO 3. Tools for data collection on 

disease, treatments, outcomes, cost  
 

Appropriate methodologies for: 

 Developing data set and quality control system 

 Infrastructure development 

 Data collection implementation support to 
include training of healthcare professionals 
(eg. EUBIROD Academy) 

Target groups:  

 Policy makers 

 Healthcare and social service providers/ 
practitioners 

 Patients 



SO 4. Develop and share the 

knowledge base 
 

Appropriate methodologies for: 

 Developing research (eg. Development of a 
common bio-bank for genetic material?) 

 Disseminating knowledge across the care 
system (systems for quality control/ 
accreditation of partner centres; tele-health 
development, etc.) 

Target groups:  

 Policy makers 

 Healthcare and social service providers/ 
practitioners 

 Patients 



Work package specification 

 

The analysis of the activities will help you fill 
the following sections on the WP description: 

 A.F. 6.3.1. Specifications/  Description of 
the work  

 A.F. 6.3.2  Specific objectives  

 A.F. 6.3.3. List of deliverable(s) linked to 
this work package 

 A.F. 6.3.4. Milestones produced by this 
work package 

 



SO 1. Develop quality standards for 

diagnosis and treatment 
 

Drafting clinical practice guidelines 

 Milestones: a. completion of literature review; 
b. completion of the consensus/ validation 
process 

 Deliverable: The Clinical Practice Guidelines 
document 

Developing the QA scheme for diagnosis 

 Milestones: a. completion of the 
documentation;  b. timing of a first round of QA 
among participating centres 

 Deliverables: a. the documentation supporting 
the QA scheme (SOP, protocols); b. A report 
on the first implementation round 


