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LOGISTICS FOR THIS SESSION

2

• All questions should be addressed via the chat box only. We 

will also take questions and comments from the floor during 

the discussion time. Please use the ”raised hand system” in 

Zoom.

• We kindly request to put your camera on during the 

discussion time.

• For any technical issues, please send us an email 

at: rarecancerseurope@esmo.org and we will get back to 

you.

• The above information will also be posted in the chat box, so 
everyone is aware
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What are clinical  registries  and why is 

patient involvement  crucial?
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Clinical registries are databases that systematically collect health-

related information on individuals who are:

o treated with a particular surgical procedure, device or drug; or

o diagnosed with a particular illness, e.g. head and neck 

cancers; or

o managed via a specific healthcare resource (e.g. Intensive care 

unit).







Registry objectives

• to help describe the natural history of rare adult solid cancers; 

- how the cancer develop, progress, possible association with 
other diseases?

• to evaluate factors that influence prognosis and treatment response;

-site, histology, grading impact on mortality, progression, 
quality of life? 

• to assess treatments effectiveness (systemic, radiotherapy, surgery, 
target therapy, immunotherapy and possible combinations); 

• to measure indicators of quality of care;

- is treatment starting on time?  Is stage properly assessed and 
defined?  Is surgery complete?





How many cases of head and neck cancers are newly 

diagnosis in my country? in other countries? 

Is the number of newly diagnoses head and neck 

cancers increasing or decreasing?

Which is the prognosis? is it ameliorating?....

Which is the impact of cancer plan? of preventive 

strategies? etc.

Where can we get the answers to the following 

questions?



https://www.encr.eu/

Population-based cancer registries



24% of all new cancers in Europe

600,000 new rare cancer patients
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Gatta G, Trama A, Capocaccia R. Eur J Surg Oncol 2019;45(1):3-11.

Relative survival of most rare cancers < 50%





• Identification of objectives

• Identification of core data set

• Definition of the IT infrastructure

• Definition on the quality assurance procedures

• Definition of the protocols/guidelines for data 
collection

• Training

• Piloting

• Definition of legal agreements across institutions

• Ethical/institutionl board review

• Definition of the registry governance

Clinical registry set-up vs. patient’s 

involvement



Findible

Accessible

Interoperable

Reusable

Clinical registry maintenance vs. patient’s 

involvement

Continuous data collection

Data quality

Data updates

Motivation

Funding

Vision 



• Data collection (hospital-based)

• Data quality (accuracy; timeliness)

• Data sharing

• Privacy (consensus)

• Sustainability

Clinical registry challenges vs. patient’s 

involvement



Thank you for your attention



Clinical registry: patients’ perspective

Ariane Weinman

EURORDIS – Rare Diseases Europe
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Why registries matter to patients?
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• Constitute key instruments for increasing

knowledge on the diseases by pooling adequate

thresholds of data for various types of research

(fundamental, clinical, epimediology).

• Clinical registries are necessary to the assessment

of the feasibility, planning and design of clinical

trials and facilitate the enrolment of patients for

real-life post-marketing observational studies.



Involvement of patient / patients’ 
representatives
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• Importance of patient representation in the 

governance – ensure a fair balance of 

stakeholders 

• Contribute to identify patients’ unmet needs, 

priorities and gaps

• Contribute to define the informed consent, 

ensuring it is understood by the patient

• Safeguard good process for patients’ data sharing



Patient /patient representatives: additional 
messages
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• Ensure to map out/ use existing data/registry

(especially in rare cancers/diseases

• Tying registry records to biobanks and having biobank

buy-in early on in the process

• Retrospective data vs prospective data:

• Need to integrate retrospective data but issue of

quality of data

• Bring the translational research closer to the patients

(from bench to bedside) e.g. through a tighter

integration of clinical research into the routine clinical

practice



DISCUSSION

Use Zoom « Chat » and/ or click on the hand “Raise Hand” 

in the participants list

• What is your experience with clinical registry?

• What are the major challenges you faced

(patient involvement, collection of data, data privacy,    

sustainability of the registry)

• What are the lessons learned about patient 

involvement?

• What are the key factors for the success? 
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