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	1. [bookmark: _Toc223948215]Structure

	Rationale: Centres that do not fulfil the standard ENETS Database participation criteria must provide information on their organisational structure when applying to participate in the ENETS Database.

	[bookmark: _Toc223948216]Study coordination/Management Structure
	Please enter centre information in this column.
Additional information may be attached as an appendix.

	1.1.1 Study coordination –  Name of institution 
	Name, Address
	
	

	1.1.2 Study coordination – local Principal investigator (PI)
	 Name,  first name
	
	

	1.1.3 Study coordination –Qualification of the local PI 
	
	
	

	1.1.4 Study coordination –publication list of the local PI (focus on study subject) 
	Please include under Key Figures section 2.2.2
	
	

	[bookmark: _Toc223948217]
Collaboration partners (internal and/or external) 
Please complete the centre information below. Additional information may be attached as an appendix.

	The following specialisations are important for the treatment of NEN patients and should be available and regularly involved in their care.
Due to local or country-specific circumstances, expertise in one field may be covered by another discipline; if so, this should be explained in writing. The key requirement is that the relevant expertise is available, not necessarily the specific discipline.
In addition to the national qualifications required for each specialist, the main NET expert should be able to provide evidence of NET-related expertise upon request (e.g. duration of clinical NET activity, participation in specialised NET courses or conferences, lectures, CME activities, or other relevant experience).

	1.2.1 Gastroenterology 	
	Please enter names and addresses 
	

	1.2.2 Endocrinology 
	
	

	1.2.3 Oncology 
	
	

	1.2.4 Pathology 
	
	

	1.2.5 Radiology
	
	

	1.2.6 Nuclear Medicine 
	
	

	1.2.7 Visceral Surgery (may include endocrine surgery)
	
	

	1.2.8 Endocrine Surgery (may include visceral surgery)
	Name of surgeon / hospital	
	

	1.2.9 Thoracic surgeon
	
	

	1.2.10 Pulmonologist 
	
	

	1.2.11 Laboratory (accredited)
	
	

	1.2.12 Genetics (accredited laboratory)
	
	

	1.2.13 Cardiology
	
	

	1.2.14 Cardiac Surgery
	
	

	1.2.15 Thoracic Surgery
	
	

	1.2.16 Transplant Surgery 
	
	

	1.2.17 Radiotherapy
	
	

	1.2.18 Palliative Care
	
	

	1.2.19 Pain Therapy
	
	

	1.2.20 Psychosocial Support
	
	

	1.2.21 Nutrition Specialist
	
	

	1.2.22 Patient Support / Self-help-group
	
	

	1.2.23 Study Nurse 
	
	

	1.2.24 Other (please specify)
	
	

	[bookmark: _Toc223948218]NEN Tumour Board /Multidisciplinary Decision-Making Team (MDT)
Please enter centre information and/or attach supporting documentation. 
Minimum requirement: 
A dedicated NEN Tumour Board must be in place. This may be integrated within to another MDT structure or organised as a separate meeting.  
All experts participating in the MDT must have demonstrable NEN expertise.
Pulmonary NEN patients should either:
· be discussed in the NEN tumour board with thoracic surgeons and pulmonologists present, or
· be discussed in a thoracic tumour board attended by NEN specialists.
The centre must ensure that all tumour entities within the study scope are discussed and documented consistently.

	The following disciplines are involved in interdisciplinary decision-making.
	

	1.1.1 Participants
	Mandatory participants NEN MDT:
1. Internist NEN specialist 	YES / NO
2. Surgeon 	YES / NO
3. Radiologist 				YES / NO
4. Pathologist			YES / NO
5. Nuclear medicine specialists (or radiologist experienced in nuclear medicine)			YES / NO
6. Endocrinologist (if NEN expertise is not covered by the NEN specialist) 		 	YES / NO
7. Oncologist (or general internist experienced in oncology) if NEN expertise is not covered by internist NEN specialist			   
	YES / NO
8. Thoracic surgeon			YES / NO
9. Pulmonologist (if NEN expertise is not covered by internist NEN specialist)	YES / NO
Optional participants:
Other specialists may participate as required.
Please specify if applicable.
	

	1.1.2 Patients presented in Tumour Board
	NEN patients intended for inclusion in the study are discussed in an MDT.
	YES / NO
	

	1.1.3 Documentation: Tumour board protocol 
	The NEN tumour board  protocol should contain the following information:
1. Date of tumour board meeting                                     YES / NO
2. Routine patient data                                                        	YES / NO
3. Summary of relevant clinical findings (e.g., imaging, functional tests, histological report)                                                            YES / NO
4. Tumour board decision: (including consideration of clinical trials) 
5. Names of participating physicians                                  YES / NO
6. Signature of at least one responsible participant        YES / NO
	




	[bookmark: _Toc11517411][bookmark: _Toc223948219]Key Figures 


	Centres that are not accredited as ENETS Centers of Excellence or ERN Expert Centres and are applying for participation in ENETS Database scientific projects should provide data from the previous calendar year prior to application. 

	1. [bookmark: _Toc11517412]
2. 
[bookmark: _Toc223948220]NEN Patients 

	2.1.1 New NEN patients

	Number of new NEN patients seen annually by NEN specialists at the centre Clarification: patients are individuals, not visits. A patient with multiple appointments counts once per year.
	
	

	2.1.2 Current NEN patients

	Total number of NEN patients seen annually by NEN specialists (including new patients and second opinions)
	
	

	2.1.3 NEN patients relevant to the study
	· Overall number in local registry 
	
	

	
	· Number seen in the last calendar year 
	
	

	
	· Estimated number eligible for study participation (relevant data, imaging, and tissue available)  
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	2 [bookmark: _Toc11517433]
2.1 
2.2 
2.2.1 PI publications (NEN focus) 
	Number of peer-reviewed original articles focusing on NEN published in the last 3 calendar years
	

	

	2.2.2 PI publications (study subject)
	Number of peer-reviewed original articles focusing on the study subject within the last 3 calendar years
	
	

	2.2.3 Publications of collaboration partners 
	Number of peer-reviewed original articles focusing on the study subject within the last 3 calendar years
	
	

	[bookmark: _Toc223948225]NEN related research activities 

	2 [bookmark: _Toc11517438]
2.1 
2.2 
2.3 
2.3.1 Prospective studies 
.
	Number of prospective NEN studies (therapy or diagnostics) within the last 3 years
	
	

	2.3.2 [bookmark: _Toc11517439]Retrospective studies
	Number of retrospective NEN studies (therapy or diagnostics) within the last 3 years
	
	

	2.3.3 [bookmark: _Toc11517440]Current basic NEN research
	Number of ongoing or current basic research projects related to NEN within the last 3 years
	
	

	2.3.4 [bookmark: _Toc23414340]Research students
	Number of active research students working on NEN topics
	

	
	· PhD
	
	

	
	· Other research students / lower grade
	
	



image1.png
EN

ENETS EUROPEAN NET DATABASE




image2.jpeg




