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● Rare by incidence; not so rare by prevalence

Dasari A, et al. JAMA Oncol 2017;3:1335-1342

SEER* Data

All NETs and Malignant Neoplasms NETs by Site

*SEER = Surveillance, Epidemiology, and End Results

Increasing opportunity for research



● Levels of evidence

Adapted from Oxford Centre of Evidence Based medicine; https://www.cebm.net/
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● From discovery to improved population health

Lacombe et al Molecular Oncol 2019;13:558–566



● “Blue Highways” on the NIH Roadmap

Westfall et al JAMA 2007;297(4):403-6



● Current ENETS research 
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observational observational IMP study

IMP = Investigational Medicinal Product
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● EORTC – an introduction

 Peer review of protocol by internal and 
external Protocol Review Committee

 Database in control of independent 
organization

 Access to primary endpoint by the 
pharmaceutical industry only at maturity

 Database ownership & use as per 
sponsor setting

 Strict control of biological material by 
academia

 IDMC, final analysis and publication 
under the control of academia
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● Neuroendocrine neoplasms - therapies emerging in the more common subgroup

● Pancreatic NET
● Small intestinal NET
● Other GI
● Lung 

Subgroups with approved therapies

Busy space with industry-
sponsored studies



● Neuroendocrine neoplasms - therapies emerging in the more common subgroup

● Pancreatic NET
● Small intestinal NET
● Other GI
● Lung 

● NET-G3 
● Thymus
● MEN-1-related
● Paraganglioma / phaeochromocytoma
● Genito-urinary
● Breast
● Prostate
● etc… 

Subgroups with approved therapies Rarer subgroups – unmet need

Opportunity space for ENETS
Collaborative studies needed

Busy space with industry-
sponsored studies



● ENETS has many strengths

● Network with large global footprint
● Specialist expertise
● Multidisciplinary
● Pooled ability to deliver on rare patient 

subgroups
● Centres of Excellence
● Oversight/governance structure
● Iterative process through society meetings

○ Annual meeting
○ Advisory board
○ Next-gen meetings

+ Australia
+ USA



● ENETS limitations

● Unable to sponsor studies
● Unable to fund studies
● Quality of life methodology
● Health economic methodology
● No CRO function

Sponsor

Investigator
Ethics + 

regulatory



● Operational functions vs. academic co-development

Operational Academic collaboration

Database Methodology

Data management Protocol development

Monitoring / QA Quality of life group

Regulatory submissions Health economics

Drug distribution Statistical methods

Sample collection BioBanking

Pharmacovigilance Pharmacology (early phase)

Annual reports/registrations*

* complex, by country-level
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● Operational functions vs. academic co-development

Operational Academic collaboration

Database Methodology

Data management Protocol development

Monitoring / QA Quality of life group

Regulatory submissions Health economics

Drug distribution Statistical methods

Sample collection BioBanking

Pharmacovigilance Pharmacology (early phase)

Annual reports/registrations*

* complex, by country-level
CRO Academic

EORTC



● (Working) proposal

1. ENETS Research Workshop

● Provide peer-review for proposals
● NET expertise
● Identify methodology partners needed
● Feasibility of delivery
● Letter of support for grant applications
● Open to active investigators with core 

membership/panel
● Representation by national groups (e.g. 

GETNE, UKINETS, etc.)
● Next-Gen of investigators



●(Working) proposal

1. ENETS Research Workshop
2. ENETS-badging of studies

● Formal application process
● Pre-specified criteria (academic quality)
● Definition of eligible studies:

○ Audits – multi-national (≥ 3 countries)
○ Retrospective studies
○ Observational studies
○ Prospective studies
○ Industry studies



●(Working) proposal

1. ENETS Research Workshop
2. ENETS-badging of studies
3. ENETS-developed studies

● Pipeline of studies via workshop
● Open to non-workshop studies



●(Working) proposal

1. ENETS Research Workshop
2. ENETS-badging of studies
3. ENETS-developed studies
4. Ongoing review of portfolio 

opportunities

● Retrospective studies
● Prospective studies
● Observational studies
● Interventional studies

○ Non-IMP (e.g. endoscopic surveillance)
○ IMP

● Biomarker
● QoL
● Translational

○ Tissue BioBank
○ Imaging BioBank

● RWE – e.g. application of guidelines
● Community-based studies
● Public health research
● Health policy analysis

IMP = Investigational Medicinal Product; RWE = real world evidence; 
QoL = quality of life



●(Working) proposal

1. ENETS Research Workshop
2. ENETS-badging of studies
3. ENETS-developed studies
4. Establish PPI* group to support 

research

● Involve patients and advocates in co-
development of research

● Feasibility
● Acceptability
● Promotion of studies
● Platform for dissemination

* PPI = Patient-Public Involvement



●(Working) proposal

1. ENETS Research Workshop
2. ENETS-badging of studies
3. ENETS-developed studies
4. Establish PPI* group to support research
5. EORTC collaboration 

* PPI = Patient-Public Involvement

● For selected studies
● Where synergies can be maximised 

(cross-cutting groups)
○ Quality of life
○ Radiotherapy
○ Elderly
○ Imaging
○ Translational 

● Academic co-development of studies
● Agreements in place
● (not to the exclusion of other academic 

collaborations)



● Summary

● Many opportunities for research in the field of NENs
● Improved understanding of molecular biology and immunology is paving the way for innovative 

pharmacological approaches.
● Academic priorities differ from “marketing authorisation” approach
● Unanswered questions re: quality of life, survival, biomarker-selected groups, treatment duration, 

sequences and combinations, etc. 
● Need for integrated translational research
● This proposal is open for discussion


