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Self-reported determinants for subjective financial distress: a qualitative interview study with
German cancer patients.

Puhr HC, Winkler EC, Preusser M.

Ethnic origin in cancer clinical trials: overrated or understated? A comprehensive analysis of
cancer clinical trials leading to FDA and EMA approvals between 2020 and 2022.
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Interdisciplinary Animal Research Ethics—Challenges, Opportunities, and Perspectives.
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Haben Krankenhauser die Pflicht, die sekundéare Forschungsnutzung von Behandlungsdaten zu
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When time is of the essence: ethical reconsideration of XAl in time-sensitive environments.
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Promoting Data Sharing: The Moral Obligations of Public Funding Agencies.
Bruns A, Winkler EC.

Dynamic consent: a royal road to research consent?

Bruns A.
Inviolability, Saveability, and Numbers.
Schnabel-Besson E, Miitze U, Dikow N, Horster F, Morat MA, Alex K, Brennenstuhl H, Settegast

S, Okun JG, Schaaf CP, Winkler EC, Kolker S.
Wilson and Jungner Revisited: Are Screening Criteria Fit for the 21st Century?

Lugnier C, Sommerlatte S, Attenberger U, Beer AJ, Bentz M, Benz SR, Birkner T, Blintzel J, Ebert
MPA, Fasching P, Fischbach W, Fokas E, Fricke B, Hense H, Grohmann E, Hofheinz R, Hippe D,
Huster S, Jahn P, Klinkhammer-Schalke M, Knauf W, Kraeft A, Maier BO, Marckmann G,
Niegisch G, Otto L, Pelzer U, Piso P, Rosenau H, Schmitt J, Schoffer O, Sehouli J, Tannapfel A,
Wedding U, Wesselmann S, Winkler EC, Zimmermann T, Wérmann B, Reinacher-Schick A,
Schildmann J.

Prioritization and Resource Allocation in the Context of the COVID-19 Pandemic:
Recommendations for Colorectal and Pancreatic Cancer in Germany.

Kaiser B, Uberoi D, Raven-Adams, MC, Cheung K, Bruns A, Chandrasekharan S, Otlowski M,
Prince AER, Tiller J, Ahmed A, Bombard Y, Dupras C, Granados Moreno P, Ryan R, Valderrama-
Aguirre A, Joly Y.

A proposal for an inclusive working definition of genetic discrimination to promote a more
coherent debate.

Jungkunz M, Kéngeter A, Winkler EC, Schickhardt C.

Do Physicians Have a Duty to Support Secondary Use of Clinical Data in Biomedical Research?
An Inquiry into the Professional Ethics of Physicians.
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Betzler IR, Hempel M, Miitze U, Kolker S, Winkler EC, Dikow N, Garbade SF, Schaaf CP,
Brennenstuhl H.

Comparative analysis of gene and disease selection in genomic newborn screening studies.

Zenker S, Strech D, Jahns R, Miuller G, Prasser F, Schickhardt C, Schmidt G, Semler SC, Winkler
EC, Drepper J.

National standardisierter Broad Consent in der Praxis: erste Erfahrungen, aktuelle
Entwicklungen und kritische Betrachtungen.

Horn R, Merchant J, Bale M, Banner N, Cambon-Thomsen A, Chneiweiss H, Clarke A, Hashiloni-
Dolev Y, Kerasidou A, Lucassen A, Parker M, Patch C, Prainsack B, Raz A, Richter G, Winkler EC.
(The UK-FR+GENE (Genetics and Ethics Network) Consortium).

Ethical and social implications of public—private partnerships in the context of genomic/big
health data collection.

Carrera PM, Curigliano G, Santini D, Sharp L, Chan RJ, Pisu M, Perrone F, Karjalainen S, Numico
G, Cherny N, Winkler EC, Amador ML, Fitch M, Lawler M, Meunier F, Khera N, Pentheroudakis
G, Trapani D, Ripamonti Cl.

ESMO expert consensus statements on the screening and management of financial toxicity in
patients with cancer.

Herrmann M, Wabro A, Winkler EC.

Percentages and reasons: Al explainability and ultimate human responsibility within the
medical field.

Kongeter A, Schickhardt C, Jungkunz M, Mehlis K*, Winkler EC*.
*Authors contributed equally

Physicians’ attitudes towards secondary use of clinical data for biomedical research purposes
in Germany. Results of a quantitative survey.

Anger M, Wendelborn C, Schickhardt C.

J. Inherit. Metab. Dis. 2024; 945-970
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German funders’ data sharing policies—A qualitative interview study.

Boutros M, Baumann M, Bigas A, Chaabane L, Guérin J, Habermann JK, Jobard A, Pelicci PG,
Stegle O, Tonon G, Valencia A, Winkler EC, Blanc P, De Maria R, Medema RH, Nagy P, Tabernero
J, Solary E.

UNCAN.eu: Toward a European Federated Cancer Research Data Hub.
Alex K, Winkler EC.

Comparative ethical evaluation of epigenome editing and genome editing in medicine: first
steps and future directions.

Schickhardt C, Mehlis K, Winkler EC, Jungkunz M.

Zur Ethik der Forschungsnutzung von Patientendaten. Rollen der Patienten und Arzte.
(On the ethics of using patient data in research. Roles of patients and physicians.)
Schildmann J, JunghanB C, Oldenburg M, Schuler U, Wormann B, Trimper L, Winkler EC.

Arztlich assistierte Selbsttétung. Erfahrungen und Bewertungen von Mitgliedern der
Deutschen Gesellschaft fiir Himatologie und Medizinische Onkologie.

Sahm S, Schaefer C, Winkler EC, Hoffken K
Sensibilitat fur ethische Probleme als Richtschnur im klinischen Alltag der Onkologie.

(Sensitivity to ethical issues as a guiding principle in daily clinical practice in oncology.)
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Dalpé G, Huerne K, Dupras C, Cheung K, Palmour N, Winkler EC, Alex K, Mehlman M, Holloway
J, Bunnik E, Kbnig H, Mansuy |, Rots MG, Erwin C, Erler A, Libertini E, Joly Y.

Defusing the legal and ethical minefield of epigenetic applications in the military, defense, and
security context.

Zugaj MR, Ziiger A, KeRler J.
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Einflussfaktoren auf das Einnahmeverhalten von Analgetika bei Patient*innen mit chronischen

tumorassoziierten Schmerzen.

(Factors influencing analgesic use patterns in patients with chronic tumor-associated pain.)

Schulze A, Streit F, Zillich L, Awasthi S, Hall ASM, Jungkunz M, Kleindienst N, Frank J, Schwarze,
CE, Dahmen N, Schott BH, N6then M, Mobascher A, Rujescu D, Lieb K, Roepke S, Herpertz SC,
Schmahl C, Bohus M, Ripke S, Rietschel M, Lis S, Witt S.

Evidence for a shared genetic contribution to loneliness and borderline personality disorder.

Fehling M, Tormin M, Wendelborn C, Schickhardt C.

Forschungsforderorganisationen in der Verantwortung zwischen Data Sharing und dem Schutz

von Datensubjekten.

Stenzinger A, Moltzen KE, Winkler EC, Molnar-Gabor F, Malek N, Costescu A, Jensen BN,
Nowak F, Pinto C, Ottersen OP, Schirmacher P, Nordborg J, Seufferlein T, Fréhling S, Edsjo A,
Garcia-Foncillas J, Normanno N, Lundgren B, Friedman M, Bolanos N, Tatton-Brown K, Hill S,

Rosenquist R.

Implementation of Precision Medicine in Healthcare — a European Perspective.
Winkler EC, Jungkunz M, Thorogood A, Lotz V, Schickhardt C.

Patient data for commercial companies? An ethical framework for sharing patients’ data with

for-profit companies for research.

Schickhardt C, Winkler EC, Sax U, Buchner B.
Dateninfrastrukturen fur die Gesundheitsforschung.

Wendelborn C, Anger M, Schickhardt C.

What is data stewardship? Towards a comprehensive understanding.

Schildmann J, Cinci M, Kupsch L, Oldenburg M, Wérmann B, Nadolny S* and Winkler EC*.

*Authors contributed equally

Evaluating requests for physician-assisted suicide. A survey among German oncologists.

Transl. Psychiatr. 2023; 13(1):398 (1-8)
https://doi.org/10.1038/s41398-023-02705-x

MedR. 2023; 41:869-878
https://doi.org/10.1007/s00350-023-6599-1

J. Intern. Med. 2023; 294: 437-454,
https://doi.org/10.1111/joim.13698

J. Med. Ethics. 2023. (337-344)
https://doi.org/10.1136/jme-2022-108781
Published Online First: 25 May 2023.

Bundesgesundheitsblatt-Gesund. 2023; 66:160-167
https://doi.org/10.1007/s00103-022-03648-2

J. Biomed. Inform. 2023; 140:104337 (1-6)
https://doi.org/10.1016/].jbi.2023.104337

Cancer Med. 2023; 12:1813-1820
https://doi.org/10.1002/cam4.4981

Published Online First: 30 June 2022
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Horn R, Merchant J, Abecassis M, Bale M, Chneiweiss H, Hallowell N, Kerasidou A, Lucassen A,
Montgomery J, Parker M, Patch C, Winkler EC.

Managing expectations, rights, and duties in large-scale genomics initiatives: a European
comparison.

Ziiger A, Fischbeck S, Weber M, Mai S.

Revision of the Advanced Cancer Patients’ Distress Scale (ACPDS): a mixed-methods study
among palliative patients and healthcare professionals in Germany.

Apondo E, Ziiger A, Bruns A, Mehlis K, Schickhardt C, Winkler EC.

Establishing Adaptive Governance in NFDI Consortia: Lessons Learned from Deliberative
Forums with Patients on their Role in the Governance of the German Human Genome-
Phenome Archive (GHGA).

Bruns A, Parker S, Molnar-Gabor F, Winkler EC.

Developing Consent Tools for the Research Community at the German Human Genome-
Phenome Archive (GHGA).

Reinacher-Schick A, Ebert MP, Piso P, Hiippe D, Schmitt J, Schildmann J.
Additional Authors:

Attenberger U, Beer A, Bentz M, Bentz SR, Birkner T, Biintzel J, Fasching P, Feder IS, Fischbach
W, Forster S, Fokas E, Fricke B, Grohmann E, Hense H, Hofheinz R, Huster S, Jahn P,
Klinkhammer-Schalke M, Knauf W, Kraeft A-L, Lugnier C, Maier BO, Marckmann G, Niegisch G,
Otto L, Pelzer U, Rosenau H, Schoffer O, Sehouli J, Sommerlatte S, Tannapfel A, Tesch F,
Wedding U, Wesselmann S, Winkler EC, Wérmann B, Zimmermann T.

Effects of the pandemic on the care of patients with colorectal cancer.

Auswirkungen der Pandemie auf die Versorgung von Patientinnen und Patienten mit
kolorektalem Karzinom.

Eur. J. Hum. Genet. 2023; 31:142-147
https://doi.org/10.1038/s41431-022-01247-y

Published Online First: 06 December 2022

BMJ Open. 2023; 13:e066998 (1-10)
https://doi.org/10.1136/bmjopen-2022-066998
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Research Data Infrastructure (CoRDI) - Connecting
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Anger M, Wendelborn C, Winkler EC, Schickhardt C.

Neither carrots nor sticks? Challenges surrounding data sharing from the perspective of
research funding agencies—A qualitative expert interview study.

Kongeter A, Schickhardt C, Jungkunz M, Bergbold S, Mehlis K, Winkler EC.

Patients’ willingness to provide their clinical data for research purposes and acceptance of
different consent models: Findings from a representative survey of cancer patients in
Germany.

Eckford ED, Gaisser A, Arndt V, Baumann M, Kludt E, Mehlis K, Ubels J, Winkler EC, Weg-
Remers S, Schlander M.

The COVID-19 Pandemic and Cancer Patients in Germany: Impact on Treatment, Follow-up
Care and Psychological Burden.

Winkler EC, Knoppers BM.

Ethical challenges of precision cancer medicine.

Li M, Schulte N, Elting F, Winkler EC, Hetjens S, Berger AK, Zschabitz S, Hofmann J, Hofmann J,
Hilbertz L, Kuhn M, Khakzar C, Jesenofsky R, Betge J, Zhan T, Belle S, Ebert MP, Hartel N.

Sequential geriatric assessment in older patients with colorectal cancer during chemotherapy-
subgroup analysis of a prospective, multi-center study EpiReal 75.

Alex K, Winkler EC.

The Mutual Benefit of the Integration of Philosophy and Bioethics — Our Experience from an
Interdisciplinary Research Project on (Epi-)Genome Editing.

Jungkunz M, Kongeter A, Mehlis K, Spitz M, Winkler EC, Schickhardt C.

Haben Patient*innen die moralische Pflicht, ihre klinischen Daten fiir Forschung
bereitzustellen? Eine kritische Priifung moglicher Griinde.

PLoS ONE. 2022; 17(9):e0273259. (1-25)
https://doi.org/10.1371/journal.pone.0273259

J. Med. Internet Res. 2022; 24(8):e37665 (1-14)
https://doi.org/10.2196/37665

Front. Public Health. 2022; 9:788598. (1-13)
https://doi.org/10.3389/fpubh.2021.788598

Semin. Cancer Biol. 2022; 84:263-270.
https://doi.org/10.1016/j.semcancer.2020.09.009

Published Online First: 09 October 2020
Oncol. Res. Treat. 2022; 45:670-679.
https://doi.org/10.1159/000525101

Am. J. Bioeth. 2022; 22(12):61-63.
https://doi.org/10.1080/15265161.2022.2134488

Open Peer Commentaries.
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Zenker S, Strech S, Ihrig K, Jahns R, Miiller G, Schickhardt C, Schmidt G, Speer R, Winkler EC,
Graf von Kielmansegg S, Drepper J.

Data protection-compliant broad consent for secondary use of health care data and human
biosamples for (bio)medical research: Towards a new German national standard.

Laryionava K, Schonstein A, HeuBner P, Hiddemann W, Winkler EC* and Wahl H-W*.
*Authors contributed equally

Experience of Time and Subjective Age When Facing a Limited Lifetime: The Case of Older
Adults with Advanced Cancer.

Konig J.

Kommentar Il zum Fall: ,Alles, was in unserer Macht steht”.

2021
Alex K, Winkler EC.
Is Dupras and Bunnik’s Framework for Assessing Privacy Risks in Multi-Omic Research and
Databases Still Too Exceptionalist?
Rehm HL, ..., Winkler EC, ..., North K, Birney E.

GA4GH: International policies and standards for data sharing across genomic research and
healthcare.

Vears DF, Minion JT, Roberts SJ, Cummings J, Machirori M, Blell M, Budin-Ljgsne |, Cowley L,
Dyke SOM, Gaff C, Green RC, Hall A, Johns AL, Knoppers BM, Mulrine S, Patch C, Winkler EC,
Murtagh MJ.

Return of individual research results from genomic research: A systematic review of
stakeholder perspectives.

Schildmann J, Junghanss C, Oldenburg M, Schuler U, Triimper L, Wérmann B, Winkler EC.

J. Biomed. Inform. 2022; 131:104096. (1-8)
https://doi.org/10.1016/j.ibi.2022.104096

J. Aging Health. 2022; 34(4-5):736-749.
https://doi.org/10.1177/08982643211063162
Published Online First: 30 December 2021

Commentary.
Ethik Med. 2022; 34:693—695.
https://doi.org/10.1007/s00481-022-00730-w

Am. J. Bioeth. 2021; 21(12):80-82.
https://doi.org/10.1080/15265161.2021.1991039

Open Peer Commentaries.
Cell Genomics, 2021; 1(2): 100029. (1-34)
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Role and responsibility of oncologists in assisted suicide. Practice and views among members
of the German Society of Haematology and Medical Oncology.

Laryionava K, Winkler EC.

Dealing with Family Conflicts in Decision-making in End-of-Life Care of Advanced Cancer
Patients.

Spitz M, Cornelius K, Jungkunz M, Schickhardt C.
Rechtlicher Rahmen fiir eine privilegierte Nutzung klinischer Daten zu Forschungszwecken.
Jungkunz M, Kéngeter A, Mehlis K, Winkler EC, Schickhardt C.

Secondary use of clinical data in data-gathering, non-interventional research or learning
activities: definition, types, and a framework for risk assessment.

Surmann B, Lingnau R, Witte J, Walther J, Mehlis K, Winkler EC, Greiner W.

Individuelle finanzielle Belastungen infolge einer Krebserkrankung aus der Perspektive von
Sozialdiensten in Deutschland.

Individual financial burden following a cancer diagnosis from the perspective of social services
in Germany.

Pauge S, Surmann B, Mehlis K, Zueger A, Richter L, Menold N, Greiner W, Winkler EC.

Patient-Reported Financial Distress in Cancer: A Systematic Review of Risk Factors in Universal
Healthcare Systems.

Narchi J, Winkler EC.

Nipping Diseases in the Bud? Ethical and Social Considerations of the Concept of ‘Disease
Interception’.

Apostolidis L, Dal Buono A, Merola E, Jann H, Jager D, Wiedenmann B, Winkler EC, Pavel M.

Multicenter Analysis of Treatment Outcomes for Systemic Therapy in Well Differentiated
Grade 3 Neuroendocrine Tumors (NET G3).
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Vergleichende Analyse von Entscheidungen gegen Reanimation und gegen tumorspezifische
Therapien aus medizinethischer Sicht.
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