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General information

 Questions:

• during presentation: in the chat (→ for Q&A session at the end)

• during Q&A at the end: also by raising hand/unmuting

 Presentation recorded 

 Video, slides & Q&A provided after the session

 Feedback poll at end → please fill in!

 HRO lunch project team: 
• Verena Golz (DKF Basel)
• Antoine Poncet (CRC Geneva)
• Claudia Fila (CTC Zürich)

REC



Prof. Dr. med. Anne Lübbeke-Wolff
Division of Orthopaedics and Trauma Surgery, 
Geneva University Hospitals and                                   
University of Geneva

anne.lubbekewolff@hug.ch
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Registries: Guiding principles before, 
during and after their creation
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Registries in human research

• Various types and goals of registries

• Rules and recommendations for the creation of registries

• Rules and recommendations for applying health-related   
data from registries for human research projects

• Insights and experiences from an example registry

Overview
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“A patient registry is an organized system that uses observational 

study methods to collect uniform data (clinical and other) to 

evaluate specified outcomes for a population defined by a 

particular disease, condition, or exposure, and that serves one or 

more predetermined scientific, clinical, or policy purposes.”

Patient registry – Definition

Agency for Healthcare Research and Quality. Registries for Evaluating Patient Outcomes: A User’s Guide: 3rd 
Edition | Effective Health Care Program [Internet]. Available from: 
https://effectivehealthcare.ahrq.gov/products/registries-guide-3rd-edition/research

https://effectivehealthcare.ahrq.gov/products/registries-guide-3rd-edition/research


Medical registry purposes

• Descriptive / Prognosis / Natural history  

• Safety and harm

• Clinical, cost or comparative effectiveness

• Quality of care

• Practice improvement
• Provider performance comparison (benchmarking)
• Accreditation/Certification

Glicklich R, Dreyer NA. Registries for evaluating patient outcomes: A user’s guide. AHRQ 2014

Patient registry – Goals
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Registries are “Big Data”
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Maier R. Knowledge management systems: information and communication technologies for 
knowledge management. Third ed. Berlin, Heidelberg, New York: Springer, 2007.

Registries are health information systems, collecting 
multidimensional real-world data long term, and 
generating actionable knowledge to address current 
healthcare problems.

Registries help ‘remembering the past, handling the 
present, preparing the future’.

Registries in Health Care
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Registries are teamwork.

Information system
Trends
Prognosis
…

Infrastructure
Learning hub
Nested RCTs
…

Bodleian Library, Oxford, opened 1602
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Types of registries

Lübbeke A et al. Arthroplasty registries at a glance: an initiative of the International Society of Arthroplasty Registries 
to facilitate access, understanding, and reporting of registry data from an international perspective. Acta Orthop 2025

Level: International, national, regional, institutional, care provider 
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Registry categories – HUG
Category 0: Registries whose participation is necessary for 
extraordinary public health needs (e.g. pandemic) 

Category 1: Registries whose participation is mandatory due to legal
provisions (LEMO), within the framework of national agreements
(MHS registries), and required for certification or accreditation (e.g. as 
a reference center or postgraduate training center) 

Category 2: Registries whose participation is encouraged by 
national/cantonal agencies (e.g. ANQ) 

Category 3: National registries or registries promoted by medical
societies, not mandatory

Category 4: International registries, not mandatory

Category 5: Other registries, not mandatory
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Types of registries

Gliklich RE, Leavy MB, Dreyer NA (sr eds). Registries for Evaluating Patient Outcomes: A User’s Guide. 
4th ed. Rockville, MD: Agency for Healthcare Research and Quality; 2020 
https://www.monash.edu/medicine/sphpm/registries/what-are-clinical-registries

• Population-based registries collect information on a sample or 
entire group of a defined population.

• Clinical registries collect information about 
• people treated with a surgical procedure (e.g., transplant), a 

specific medication or implant, 
• who are diagnosed with a specific disease or
• treated in a specific facility (e.g., intensive care).
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Population-based registries

« Framingham heart study »
Population-based registries collect information on a sample or an entire 
defined population group, such as the Framingham Heart Study, a 
cardiovascular cohort study of residents of Framingham, Massachusetts, 
which began in 1948 with regular examinations of over 5,000 adults. It is 
currently in its fourth generation of participants.
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Clinical registries

SWEDEHEART: Sweden’s new online cardiac registry, the first of its kind. European Heart Journal 2009
https://www.escardio.org/static-
file/Escardio/Subspecialty/Working%20Groups/x.%20Events/Courses,%20training%20workshops/Documents/7.%20RRCT%20S%20James.pdf 
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Clinical registries

• Cancer
• Infectious diseases
• Surgery
• Rheumatology
• Pediatrics
• Medical devices
• …
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Registries in Switzerland
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Registries – Examples Switzerland

Registres FMH. https://www.fmh.ch/fr/themes/qualiteasqm/registres/registres-medicaux.cfm
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Registry stakeholders

Lübbeke A, Carr AJ, Hoffmeyer P. Registry stakeholders. EFORT Open Reviews. June 2019
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Registry creation

• Why do you want to create a registry?

• What would you like to achieve?

• You will need time, patience and help.

• Include patient-reported outcomes.
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Registry creation

Recommendations

Is there already a registry somewhere doing the same/similar thing 
you want to do?

• Pubmed
• Cohort profile section of International J Epidemiology
• FMH registries website
• Register of registries – e.g. Australia, EU, UK
• European Medicines Agency (EMA) – Darwin
• …

https://www.safetyandquality.gov.au/our-work/indicators-measurement-and-reporting/national-guidance-
clinical-quality-registries/australian-register-clinical-registries
https://www.safetyandquality.gov.au/sites/default/files/2020-08/prioritisation_criteria.pdf
https://catalogues.ema.europa.eu/search?f%5B0%5D=content_type%3Adarwin_data_source
https://www.nih.gov/health-information/nih-clinical-research-trials-you/list-registries

https://www.safetyandquality.gov.au/sites/default/files/2020-08/prioritisation_criteria.pdf
https://catalogues.ema.europa.eu/search?f%5B0%5D=content_type%3Adarwin_data_source
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Registry creation

Recommendations

https://www.anq.ch/de/anq/publikationen/register-
empfehlungen/

• Registry design
• Expertise
• Data protection & 

Ownership
• Data collection
• Quality assurance
• Data usage
• Change of purpose/ 

Dissolution
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Clinical registries – website HUG
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Swissethics –

Submit to ethics
committee for 
advisory opinion!
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Swissethics – Registry regulation 
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YOUR Registry

J’aime bien, moi,
mon cactus-classeur:
toutes les données
sous les yeux en un

instant…
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Registry-based studies
Rules and recommendations for applying health-related 
data from registries for human research projects

It is “your” registry:
• Reuse of registry data for research project with consent or 

(partly) without consent (Art. 34)

• Nested study (e.g. randomized trial; study including additional 
variables not part of registry data collection such as blood 
samples, sensors, gate analysis, …)

• In any case it is important to include detailed registry 
description (“plan de creation HUG”, registry regulation) and 
latest consent form version in the application 
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Registry-based studies

It is not “your” registry:

Use of individual data from a registry elsewhere 

• Scientific committee of the registry

Use of aggregate data from a registry elsewhere 

• Request to statistician/scientific lead of the registry
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Aim of registry is to be useful & usable in 

• Patient care 

• Medical device surveillance

• Research

• Hospital care processes 

• Public health decision-making

• Surgeon training/continuing education

• Shared decision making (including patient education)

• Pre-graduate and postgraduate clinical research training

Geneva Arthroplasty Registry (GAR), 1996

Lübbeke A et al. Lessons learned from 25 years of an institutional hip and knee arthroplasty registry. Rev Med Suisse 2021
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Geneva Arthroplasty Registry 
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Implant surveillance
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Lübbeke A et al. Lessons learned from 25 years of an institutional hip and knee arthroplasty registry. Rev Med Suisse 2021

Learning health system
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“Patients like me”

• A tool for patients and clinicians 
to benefit from previous 
patients’ experience with THA

• Based on the registry’s data 
collected over > two decades

• Using qualitative and 
quantitative analyses

• In collaboration with patients

Lübbeke A et al. Development of a patient-centred tool for use in total hip arthroplasty. PLoS One 2024
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“Patients like me”

Night pain - All patients  - Trajectory over 10 yrs.
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“Patients like me”

Risk of intra-/postoperative fracture within 1st year by patient profile
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Patients: Better medical care and outcomes that match their needs, 
preferences, and priorities. More information, which facilitates their
decision-making regarding their medical care. 

Clinicians: Provision of quality information regarding their clinical practice 
and patient outcomes. 

Researchers: Simplified access to data, reduced effort/cost in 
conducting clinical studies, including randomized clinical trials. 

Medical device and pharmaceutical industries: Quality information on the 
performance of their products. 

Healthcare executives/providers: More information to make decisions
regarding the medical care they manage and finance.

Benefits of clinical registries

https://www1.health.gov.au/internet/main/publishing.nsf/Content/F092FB9BBFDA4CBACA2583CB000505FE/$File/National
_CQR_and_VR_Strategy_2020_2030.pdf
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Search for Registry based studies 
in pubmed: 75,429 results

Publications registry-based studies 
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Economic evaluation of registries

Registries, when sufficiently funded and operated effectively, 
improve value of healthcare delivery at relatively low cost. 
By increasing availability and use of process and outcomes data, 
investment in registries is likely to deliver strong economic 
returns on investment.

The Australian Commission on Safety and Quality in Health Care. Economic evaluation of clinical quality 
registries: Final report. Sydney: ACSQHC; 2016 
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Merci pour votre attention



Q&A session – questions?

Prof. Dr. med. Anne Lübbeke-Wolff

Q&A



Thank you for 
participating!

Further questions: 

anne.lubbekewolff@hug.ch

Claudia.Fila@usz.ch

End of session

Information on 
HRO lunch session 2 

25 June 2025

mailto:Claudia.Fila@usz.ch


SCTO Symposium 2025

Register here:

Be part of the conversation on improving how clinical research connects with healthcare by tackling ethical, 
regulatory, and practical hurdles – so that research truly benefits patients. 

Register today and join the dialogue!

https://live.eventtia.com/en/symposium_2025



SCTO

Don't miss out on valuable training opportunities —
subscribe to the SCTO newsletter today:

www.scto.ch/en/news/newsletter.ch

Explore and download free tools designed for the clinical 
research community:

www.sctoplatforms.ch
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