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DIPEx.ch – a new resource for the
Swiss healthcare system
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A short history of DIPEx.ch
- Early deliberations regarding a Swiss DIPEx chapter (→ Careum)

- IBME team training at Oxford and through German DIPEx team (→ 
krankheitserfahrungen.de)

- Development of website, SOPs, database structure, participant
information and consent forms, approval REC (nationwide) and data
protection

- First grants received for developing DIPEx modules (Alzheimer Schweiz, 
MS Society, Swiss Cancer Research, Käthe-Zingg-Schwichtenberg-
Fonds etc.)

- Swiss DIPEx chapter approved through DIPEx International - ZHAW as
founding partner

- Constitution of Advisory Board, kick off meeting July 21
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Advisory Board
Prof. Irene Abderhalden, Hochschule Soziale Arbeit FHNW, Olten
Paula Adomeit, Direktorin Pflege, Inselspital Bern
Karine Begey, stv. Direktorin Alzheimer Schweiz, Bern
Prof. Jacques Cornuz, Ärztlicher Direktor, Unisanté Lausanne/Dr. Marie-
Anne Durand, Adjointe Scientifique
Prof. Luca Crivelli, Università della Svizzera italiana, Lugano
Daniela de la Cruz, Geschäftsführerin Krebsliga Schweiz, Bern
Susanne Hochuli, Präsidentin SPO Patientenschutz, Zürich 
Prof. Antje Horsch, Institut universitaire de formation et de recherche en 
soins, CHUV / UNIL, Lausanne
Prof. Sabina Hunziker, Leitende Ärztin Medizinische Kommunikation, 
Universitätsspital Basel
Dr. Jacqueline Martin, CEO Careum Hochschule Gesundheit, Zürich
Prof. Arnaud Perrier, Ärztlicher Direktor, Universitätsspital Genf
Prof. Daniel Scheidegger, Vizepräsident SAMW, Bern
Liliane M.W. Waldner, Dipl. Betriebswirtin, Patientenvertreterin, Zürich 
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Modules  

1. Individuals living with dementia and their relatives (Swiss Alzheimer 
Association)

2. Experiences with COVID-19 (international module)
3. Living with chronic pain (collaboration with DSI)
4. Intensive care from the perspective of patients and family (KZS/SAMS)
5. Talking about live with Multiple Sclerosis (Multiple Sclerosis Society)
6. Pregnancy and prenatal testing (Collegium Helveticum)
7. Experiences of Parkinson and its treatment (La Caixa Barcelona)
8. Decision-making in young hemato-oncological patients (UZH FK+ SCR)
9. Mental health (Schwyn Foundation, PI A. Maatz/Y. Ilg)
10. Living with a rare disease (URPP RD, UZH)

Ideas for future modules: domestic violence, sexual abuse, transplantation, 
cannabis use, persons after suicide attempt, health care for migrants,… 



Institute of Biomedical Ethics and History of Medicine

8

The database
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The database
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Context: experiences in rehabilitation clinic after period of exacerbation 
of MS

“So, there was this situation when I had severe pain and a nurse had 
this measuring instrument, with which they can measure the pain to see 
if the physician can continue with the intervention, I don’t know exactly. 
In any case, the pain showed on her apparatus and the physician looked 
at it and said: «O yeah, it does hurt you objectively.» And I thought: How 
stupid is this? I’m hurting, even when it does not show  on your 
apparatus. (...) But if you cannot see it, when it’s just subjective 
experience, they treat it like: «Oh well...»...“

(Translation NBA)
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Example: Patient experiences –
valuing patient perception
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Context: Alzheimer patient reporting on coping mechanisms

“If I was alone at home, I think I would decompensate. I would not like 
that at all. Like I already said, I am often losing things. And I do not want 
to cook. But I like to help, I help my daughter and my grandchildren, they 
want me to be well. I always laugh, because I have a drawer in my 
room, a secret drawer. Then the grandchildren come and say: ’Please, 
don’t tell mom, but are there still any sweets or chocolate or chewing 
gum in there?’ <<<chuckles>>>, the little ones help me to get over it. 
Yes, I think it would not be good if I was alone.”
(Translation NBA)
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Example: Patient experiences –
the importance of social care
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Data flow
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Output formats
DIPEx.ch website

Publications
Event series „Patienten erzählen“ (“Patients tell their story“)
Trigger movies
Instagram posts
…

https://dipex.ch/illness/multiple-sclerosis/
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Beyond text, audio or video clips
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A patient‘s experience with Deep Brain Stimulation

Chacon Gamez YM et al. Int J Environ Res Public Health. 2021 Sep 9;18(18):9516. 
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Formate 
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Example ICU
Funding for research project with specific question (perception of coercion)

Two (intensive care) physicians who had received additional methods
training
Cooperation with nursing scientists from ZHAW (Maria Schubert, Olivia 
Blumenfeld)
Scoping review of qualitative literature > confirm gap of qualitative studies of
patient perspective on ICU as coercive setting

Conceptual analysis > understanding of coercion, broaden scope
Paper presenting empirical data
DIPEx module
Collaboration with Swiss Intensive Care Society: add health professional 
perspective, create eduational materials (trigger films)
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Additional projects

1. Exploring quantitative evidence for value of patient narratives: 

Drewniak D et al. Risks and Benefits of Web-Based Patient Narratives: 
Systematic Review. J Med Internet Res. 2020 Mar; 22(3): e15772. 
2. Use of DIPEx material for teaching and exams: 
Glässel A et al. Real patient experiences meet simulation patients for OSCE:
Workshop experiences from interprofessional education. GMS J Med Educ
2021;38(5):Doc91. 

3. «With us about us»: Patient narratives as co-production. Project funded
by the Participatory Science Academy (Seiler K, Schwind B et al.)
4. Position paper: Good practice standards for patient experience reports
(DNGK/German Network for Health Literacy, in development)
5. Computer linguistic analyses of DIPEx (with G Schneider, T Ellendorff, D 
Ettlin), project in development with Digital Society Initiative UZH and
Language & Medicine Center UZH

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7146251/
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Added value: not just „stories“
Ø Harness the power of patient voices to stimulate improvement of 

the health care system (e.g. patient-centeredness, inefficiencies)
Ø Remedy lack of patient representation through a systematic 

collection of (narrative) evidence
Ø Improve access to, interdisciplinary use and impact of research 

results
Ø Allow for patient/citizen participation (“citizen science”, experience-

based co-design)
Ø Opportunity for interdisciplinary collaboration (with other health 

professionals, with arts and design, Medical Humanities) 
Ø Create attractive (interprofessional) teaching materials, low 

threshold exposure to patient experience > complementing  bedside 
teaching 
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http://www.healthtalk.org//files/upload/latestimpactreport.pdf
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DIPEx as a resource

“Robust national studies with 
narrative interviews”
Ø Database for research 
Ø Website as resource for patients
Ø Material for (continued) 

medical/health professional education
Ø Insights and impulses for health care 

improvement
Ø Inform development of PROMs, 

decision aids, informed consent 
forms… 

Ø Complement disease registries and 
other quantitative data collections

20
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https://www.nytimes.com/2018/07/09/upshot/sometimes-patients-simply-
need-other-patients.html
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Why DIPEx.ch?
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Challenges and opportunities
Resource intensity: 

- Recruitment, consenting, interviewing
- Transcription and coding
- Multilingual platform

→ Digitalization/AI (Autorecording, semi-automated coding, 
speech-to-text programs, DeepL etc.)

Funding: Limited resources for qualitative research
→ Show impact/effectiveness of narratives in a quantitative paradigm
→ Secure core funding
→ Create synergies through collaborations

Abundance of “stories“ in the internet/on social media
- Reaching target audiences
- Communicating USP 

→ Professional dissemination strategy
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Next steps
- Found a „Förderverein“ (supporting organization) 

- Develop courses/thesis opportunities for medical students and other
health professionals that draw on/co-develop DIPEx material

- Design and roll out dissemination strategy in collaboration with ZHdK
- Explore joint database structure at DIPEx International Meeting in 2022

- Contribute to mainstreaming narrative elements in medical research and
publications

- Build strong network of collaborators (UZH, CH hospitals, DI)
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Thanks for your attention
and interest

26

... And a big thank you to a 
wonderful team:

Dominik Bolliger (IT)
Yolanda Chacon (Law)
Dr Daniel Drewniak (Sociology)
Dr Margrit Fässler (Medicine)
Dr Andrea Glässel (Public Health)
Dr Manya Hendricks (Anthropology)
Dr Martina Hodel (Psychology)
Dr Susanne Joebges (Medicine)
Silvia Lazzarotto (Medicine)
Dr Corine Mouton Dorey (Medicine)
Andrea Radvanszky (Sociology)
Tania Manriquez Roa (Anthropology)
Dr Bettina Schwind (Sociology/Gender studies)
Karin Seiler (Design)
Giovanni Spitale (Philosophy)
Mirriam Tyebally Fang (Medicine)
Sebastian Wäscher (Sociology)
Dr Kristina Würth (Anthropology)

Questions and
comments welcome
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Outlook
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K. Seiler, ZHdK/UZH
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K. Seiler, ZHdK/UZH
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K. Seiler, ZHdK/UZH
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K. Seiler, ZHdK/UZH
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K. Seiler, ZHdK/UZH
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https://www.ibme.uzh.ch/en/Biomedical-Ethics/Agenda/Previous-Events/EPC-
Symposium2021.html

https://www.ibme.uzh.ch/en/Biomedical-Ethics/Agenda/Previous-Events/EPC-Symposium2021.html

