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AIMS

1. Present the progress of the DI COVID-19

project;

2. Present the dataset and its structure;

3. Poke into the data;

4. Discuss about future perspectives.





Some preliminary questions

Global events happen (also) locally. So the right

perspective to understand them?

Cultures shape the interpretation of phenomena. So how

can we build a common analytical framework?

Diversity is richness. So how can we preserve it, but keep the

analysis manageable?



1. Status update
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1. Status update

Country People Status ITW guide used Target population

USA
Rachel Grob, Jane Alice Evered, Madison 
Wynn 7 interviews recorded standard plus additions

Recovered patients (including healthcare 
workers)

the 
Netherlands Nienke Verheij, Manna Alma 20 interviews coded (short, by phone)

different guide, will use the standard 
for new interviews Recovered patients

Brazil

Alicia Navarro de Souza,  Maria Inês 
Gandolfo Conceição, Ana Claudia 
Germani, Juliano Luna Ivone Cabral 32 interviews recorded, coding in progress

standard plus additions (spirituality, 
social inequality)

Recovered patients (including healthcare 
workers); at least 2 with long covid

Germany
Martina Breuning, Christine Holmberg, 
Anne Thier

15 existing itws with different itw guide (useful for 
comparisons) + 4 with long covid patients (standard itw
guide) different guide + standard Recovered patients + healthcare workers

Switzerland
Nikola Biller-Andorno, Susanne Jobges, 
Corine Mouton Dorey, Giovanni Spitale 13 interviews recorded; coding in progress. standard plus additions (icu)

recovered patients (including healthcare 
workers) (with a focus on ICU for a related 
project)

Japan

Rika Sato, Akiko Sawada, Rie Toyomoto, 
Emiko Wada 11 interviews recorded; coding in progress, target: 50.

standard

For COVID-19 interviews: recovered 
patients (9) and family members (2) 
(including 1 bereaved)

Spain
Vinita Mahtani, Emilio Sanz, Elisa Torres, 
Alicia Mora, Víctor Expósito 13 interviews recorded, coding in progress standard

recovered patients (including healthcare 
workers) and one caregiver

Australia
Lorraine Smith, Renata Kokanovic, Kate 
Johnston-Ataata, Anna Urbanowicz 8 interviews recorded, coding in progress standard

recovered patients (including healthcare 
workers when available)

UK

Lisa Hinton, Annelieke Driessen, Sue 
Ziebland, Tanvi Rai, Anna Dowrick, 
Kaveri Qureshi, Kate Hunt, Ashley 
Brown, Louise Locock

61 interviews recorded, coding in progress, target: 150

standard plus additions

Three studies: 1 - recovered ICU patients 
and relatives of deceased patients, 2 -
seldom heard groups in the UK, 
particularly Black, Asian and other 
minority groups, 3 – patients with long 
covid

Canada
Susan Law, Ilja Ormel, Michelle 
Marcinow, Linda Rozmovits

15 interviews recorded, 1 transcript not returned, 14 
interviews coded

standard plus additions (covid and 
pregnancy)

recovered patients (including healthcare 
workers)



195 interviews!

and more are coming!



(from December 2020) SUMMARIZING:

1. What about linguistical and contextual complexity?

Is there anything we are not factoring in and might prove a bad surprise?

The idea is to conflate complexity without losing detail. Does it work on paper?

2. What about our coding strategy?

Any previous experience?

Risks and benefits? Strengths and opportunities?

3. What about deliverables?

Would you use the intermediate deliverables?

Would you share them on open data platforms like Zenodo or OSF?

Any clever ideas for focusing publications? What would you ask to these data?

Module(s): where shall we publish this material? DI website? National websites?



2. Dataset and data structure
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1. Dataset and data structure

Properties

- Metadata (language, duration, time of 
the recording, file type, kind of 
consent)

- Variables that describe the 
interviewee (itw code, age, country, 
region, gender, relational status, has
children, ISCED, occupation, level of 
employment, living arrangement, 
ethnicity, disability)

- Variables that describe the 
experience (setting of health care, 
time of diagnosis, long covid)

- Codes



3. What we are doing, where we are standing

https://rattocloud.hopto.me/index.php/s/pgN7xNkcaFEJm7R?path=%2Fcoding

https://rattocloud.hopto.me/index.php/s/pgN7xNkcaFEJm7R?path=%2Fcoding


3. What we are doing, where we are standing

https://rattocloud.hopto.me/index.php/s/pgN7xNkcaFEJm7R?path=%2Fcoding%2Fcommon%20coding%20system%20-%20v4%5Bfinal%5D

https://rattocloud.hopto.me/index.php/s/pgN7xNkcaFEJm7R?path=%2Fcoding%2Fcommon%20coding%20system%20-%20v4%5Bfinal%5D


But how did we get there?

Well, with a lot of collective effort.



3. What we are doing, where we are standing

But we had wonderful neighbours who -- and a 
granddaughter who lives close, who picked up food for 
us. So we were in a good position. … 
(AU, social support)

even today I was talking to a preceptor at the Clinic, 
“hey, I got a call from a friend of mine who is using 
chloroquine, it looks crazy! She cannot have 
chloroquine, there is no evidence.” Then I was very 
quiet. Until today.  My fellows don't know I used it. […] 
But the media and medical literature started not to 
provide information at a speed that we needed to 
generate this discussion there at the Clinic. So, we 
started receiving a lot of information via WhatsApp. 
(BR, Local political conflicts/contexts)

wife: What I can add, and I won't add anymore uh (we 
had) a friend who is a medical doctor, he asked if I (could 
ask if they're using) I guess it would be the 
((unintelligible)) and when I asked them, it was a 
different name, under a different name, he said no, we 
(don't think) it's effective. But I had to specifically ask. 
I: Ok. 
wife: Yeah, I wasn't getting a lot of information. 
(CH, lack of information)

E: And some guy came in and said you need to be 
intubated right now, and that's the last thing I 
remember. <<laughs>> Until I woke up like about two 
weeks later. In the ICU and the hoses in me everywhere 
and strapped down. (CH, urgency and (lack of) consent)



Keep asking yourself:

Why do I think / feel it is important?

What are my own cultural biases in interpreting this

(fragment of) a narrative?

Are there any other possible interpretations?

Can this experience be transversal, or it is intrinsically

connected to the context in which it happened?

What do others see here?



3. What we are doing, where we are standing

Code System Memo

Code System

CH coding branch codes specific for CH (emerging codes, in-vivo codes, micro codes, interpretative codes, ...)

physical contact is normal among friends (in vivo code)

common coding branch codes shared with the DI COVID-19 group

telehealth experience Experiences participating in healthcare via phone calls, video conferencing, remote monitoring, or electronic patient portals

context

Conflicts in the local political context Dilemmas and conflicts in the choices of preventive and therapeutic behaviors, for professionals, and for people in general, related to the politically polarized context and the way in which political positions were mixed with different projects to confront the epidemic -radicalized by the lack of knowledge of the disease, evidence still under construction and intense dissemination of fake news.

organizational reaction reaction of the organization to which the infected person belong, e.g. workplace, school, institution.: the decision to announce that someone in the organization was infected, change in the safety measures, support for the infected person, etc.

regional differences talking about differences in the actual spread of infection and in the perception of the risk of infection in different parts of the country,

trust in authorities means: the interviewee expresses trust for federal or local authorities or commends their course of conduct

becoming aware of the pandemic landscape the interviewee realizes that the pandemic exists (including details about lockdowns, case and mortality rates, sold out stores, and lacking or evolving knowledge about COVID-19) and might be a problem. 

does not mean: first signs or suspects of infection

unclear information from authorities means: the interviewee refers dilemmas and conflicts involving the choice of preventive and therapeutic approaches, both for healthcare professionals and people in general, as a reflection of the politically polarized context and the way in which politi cal positions were mixed with different projects to face the epidemic - radicalized by the lack of knowledge about the disease, still under construction and intense dissemination of fake news.

information and knowledge

HCPs learning from people Partnerships between people and HCPs in learning about, sharing information, and managing COVID

fake news and misinformation means: the interviewee expressly define some information as "fake news"

information or advice from governmental authorities means: general advice to the population

information or advice from health care professionals means: advice received from health care professionals at a personal level

information source means: the interviewee explicits a source of information s/he used regarding COVID-19

evaluating sources of information means: the interviewee expresses personal views on trusted / mistrusted sources of information

information on COVID-19 means: the interviewee refers information s/he has on COVID-19. could be about symptoms, transmission, prevalence, ...

effects of information means: the interviewee reflects on what effect some information had on his experience

impact of misinformation on personal relationships means: the interviewee describe how what s/he perceives as misinformation or bad information impacted their personal relationships

perceiving risk means: the interviewee is aware of facing some sort of risk connected to the pandemic

comparisons with other jurisdictions or countries means: the interviewer compares the situation of his country with some other country.

reliance on own experiential knowledge referring to previous experiences to interpret new phenomena, including comparisons with other people's covid experience

infection

asymptomatic covid COVID without subjective symptoms diagnosed by PCR testing

first signs and symptoms means: description of first signs and symptoms of the COVID-19 infection
does not mean: evaluation or opinion or reflection or reaction to the symptoms

evaluating signs and symptoms means: the interviewee expresses opinions or reactions or evaluations of the symtoms he is experiencing, interpreting them with his knowledge of his personal health conditions and with his understanding of COVID-19

suspecting COVID-19 means: the evaluation of signs and symptoms leadt the interviewee to suspecting being infected with COVID-19

later symptoms means: symptoms experienced by the interviewee (after the first ones)

confirmation of infection means: how the infection was confirmed (tested, consultation with physician, …

reason for seeking healthcare or medical assistance means: the interviewee explains why s/he decided to seek medical advice (in relation with COVID-19)

first consultation with health care professionals means: the interviewee seeks medical advice for the first time because of the COVID-19 symptoms

describing symptoms Experiences telling HCPs about symptoms including terms used to explain symptoms

interactions with health care professionals means: how the interviewee refers s/he interacted with healthcare professionals (GP, hospital staff, personnel in testing points, ...) in the context of the diagnosis

realizing being infected means: the interviewee interprets signs and simptoms, and realizes s/he could have contracted COVID-19

suspected cause of own infection means: the interviewee refers the event(s) s/he considers as a potential cause of the infection (of self)

contact tracing the interviewee expain formal contact-tracing activities in which they have been involved(e.g. interviews with health authorities). Distinct from "infection chains related to the interviewee" and "fear of infecting other s".

infection chains related to the interviewee means: the interviewee refers potential or actual infection chains in the household/personal network, e.g: infecting a relative or being infected by a relative. 
Distinct from "fear of infecting others"; distinct from "contact tracing"

experiences of 'long COVID' or post-viral fatigue means: how the interviewee experienced "long COVID" - > symptoms lasting longer than 12 weeks (see: PMID: 33555768)

testing

not getting tested means: reasons why the interviewee has not been tested

getting tested means: reasons why the interviewee has been tested

testing experience means: the interviewee refers their experience of getting tested for COVID-19

treatment

decision making process for treatment means: the interviewee refers who chose the context and kind of treatment and how the decision was made. Includes involving others in finding treatments (especially in the case of home remedies).

involving others in decision making processes means: the interviewee explains who was invoved (and how/to which degree) in deciding about treatment options.

pharmaceutical treatment means: the interviewee refers the kind of medications he used during the acute phase of the infection

hospital treatment means: the interviewee refers the kind of treatment(s) received in hospital

home treatment means: the interviewee refers the kind of treatment arranged at home. Include self-care tools, supplements, humidifiers, rest, having or missing tools such as a thermometer that need for assessing symptoms.

self-monitoring of illness progress the interviewee refers procedures or practices to monitor the progress of the illness/recovery. might include evaluation of symptoms, or resorting to simple diagnosic tools e.g saturimeters.

evaluation of health services the interviewee expresses reflective evaluations on the level of health care received, including access to care

post-infection follow up means: the interviewee refers and eventually evaluates follow-up care (after discharge or after recovery), including communication with health authorities post-infection

impact on social life and navigating social relationships

self-disclosure though (social) media people disclosing their COVID experience via Facebook/other social media/publishing it in the print media

feedback from others about signs and symptoms comments from others about how ill someone seems

not realizing someone might have COVID assumptions within a social circle that all are healthy, including characterization of symptoms as not bale to be seen by others

need for empathy means: the interviewee expresses or experiences a need for empathy from others

coping with others' anxieties regarding COVID-19 “Navigating the upset of everyone” - including feeling a need to be means: “tuning out the noise” in order to assess and manage own symptoms and get through days. “Overwhelmed” by others’ “doom and gloom” attitudes - feelings associated with others’ anxieties and emotional reactions to COVID.

who to talk, how to explain means: the interviewee feels  isolation related to not knowing others with similar experiences

unwillingness to communicate means: the interviewee is reluctant or unwilling to communicate their feelings, ideas or concerns to friends or relatives. "Internal lockdown"

willingness to communicate means: the interviewee is willing and keen to sharing their feelings, ideas or concerns with friends or relatives

disclosing COVID-19 means: the interviewee refers how it was to disclose to others details abouw own experience with COVID-19

downplaying or hiding symptoms means: masking, hiding, or characterizing symptoms as less severe when communicating with family, friends, partners, coworkers either  “so that nobody would know” or so that those who did wouldn’t know full extent.

impact on daily life and management

returning to work and impact on work the interviewee explains how it was to return to work and whether there has been any impact caused by their past COVID-19 infection

working while having COVID-19 means: the interviewee explains how and why kept working during the course of illness, including adapting work routine

impact on own daily life and routines how having COVID-19 reshaped own routines and household activities

impact on familiy life how having COVID-19 reshaped family routines, household activities, chores, ...

social support

offering support to others Offering others with COVID advice, reassurance, or tangible aid

lack of support the interviewee explicitly reflects how in circumstances arising from the COVID-19 infection support would have been needed and was not available.

family response how the family members responded to the infection

family support means: support received from members of the family

non-formal social support means: social support from neighbours, friends, acquaintances or other people in personal networks

formal social support means: social support from institutions, associations, churches or similar organized entities.

financial impact

loss of income loss of income/economical insecurity due to absence from work

medical expenditure cost of testing, cost of treatment of COVID, cost of treatment of Long COVID

recovery

confirmation of recovery means: how the end of the disease was confirmed (e.g: testing).

experience of recovery means: how the interviewee subjectively experienced the recovery process - e.g: easing of symptoms, changing psychological conditions/attitude to life, ...

reactions of HCPs to recovery means: how health care practitioners reacted to the recovery of the interviewee

socializing after clearing virus how the interviewee returned to everyday life, including engaging in social activities, after the end of the disease.

existential outcomes means: how the experience of COVID-19 changed the weltanschauung or the life priorities of the interviewee

hopes and expectations for society means: the interviewee expresses personal hopes and expectations for how society will change after COVID-19.

vaccinations

access to vaccinations - others the interviewee makes considerations about access to vaccinations (for others) - including general justice considerations on fair allocation

expectations and doubts means: the interviewee expresses personal views, expectations and doubts/fears on covid vaccines.

access to vaccinations - self the interviewee makes considerations about access to vaccinations (for self)

life and identity

health literacy Descriptions of one's own level of healthcare knowledge, savviness, or experience

old self (pre-infection) during the pandemic means: life in the pandemic - but before getting infected

familial relational or social context means: the interviewee refers information that deepens or broadens the demographical information

hobbies, interests or lifestyle means: the interviewee refers interests, hobbies or passions that can enrich the demographics.

pre-existing health condition means: the interviewee refers to own pre-existing medical condition(s) not related to COVID-19

uncertainty

oddness of the pandemic period means: the interviewee explains how the pandemic (so not only the experience with the disease but the broader context) has been odd, weird or unusual.

uncertainty as a source of moral distress means: the interviewee reacts to uncertainty with fear and/or panic

better to know means: the interviewee explains how the reduction of uncertainty (i.e: getting to know something, even if bad news) reduces fear - "better a known evil than an unknown evil" 

better NOT to know means: the interviewee explains why not knowing has been somehow beneficial ("I was glad I didn't know how these people were dying alone")

uncertainty about own experience and impact of COVID-19 means: the interviewee reflects on the uncertain outcomes of their COVID-19 disease. "maybe I will end up in ICU, or maybe I'll die. How will my family cope with that?"

HCP uncertainty about COVID-19 means: the interviewee reflects on how in the context of a new disease even health care professionals are facing "unknown unknowns"

safety measures

impact of becoming a close contact how the life changes after learning that one had come into close contact with an infected patient; the anxiety and oddness of being placed in an uncertain position (most people do not get tested for COVID-19, unless they are officially recognized by the authority that they are at risk of infection)

impact of pre-existing condition in choice of safety measures means: the interviewee cites a pre-existing medical condition as a reason to adopt specific safety measures (including isolation)

adherence to safety measures means: the interviewee lists safety measures in force or suggestred and evaluates their own adherence to said measures.

isolation, quarantine and lockdown differentiation between lockdown, isolation and quarantine:

Lockdown: the entire region or State in which the interviewee lives is subject to isolation measures. 

Isolation separates people with COVID-19 or suspected of having COVID-19, from people who do not have the virus. If you are required to isolate, you will need to do so in your home, in other accommodation or in hospital if you need care. 

Quarantine is when you are well but may have been in contact with someone with COVID-19. If this happens, you must stay home or in other accommodation. (Source: Healthdirect Australia)

in-house isolation the interviewee refers isolation measures put in place within the household to protect other members, e.g: differential paths, protocols, allocation of rooms, seeing relatives from behind a window, ...

impact on children the psychological impact of isolation of the infected parent, or the isolation of the whole family, on young children.

deciding about isolation measures means: the interviewee refers about the deliberational process on isolation measures. Could be imposed, suggested, chosen voluntarily, ...

coping with isolation measures means: the interviewee refers how s/he adapted to isolation measures, including habit changes

voluntary quarantine means: the interviewee refers how s/he has been subject to voluntary isolation measures - possibly including the reasons justifying it

(emotional) reaction to lockdown dispositions means: the interviewee refers how they felt and reacted to lockdown measures imposed by authorities

psychosocial dimension

Shifting roles: from professional to patient and humanized care how health professionals experienced the shift of roles when being cared for as patients.

fear

fear vs solidarity dilemma the interviewee struggles between the desire of expressing solidarity and togetherness and the fear of consequences (either sanctions or health risks)

fear of death and dying means: the interviewee refers fearful feelings when confronted with the ideas of death and dying (own death or others')

fear of infecting others means: the interviewee refers being afraid or worried of infecting others/starting infection chains

emotional response to diagnosis how the interviewee felt when receiving a diagnosis of COVID-19.

impact on relationships means: the interviewee experiences challenges when dealing with the issues of coexistence / conjugality / affective-sexual life in the face of the risks and uncertainties resulting from the infection.

shame and stigma Feelings of shame or stigma related to having COVID including themes related to moralization of people who have had COVID.

impact on psychological or mental health means: the interviewee explains how COVID-19 impacted on their psychological status.

impact on sense of self how the sense of self was changed or reshaped by the experience

somatization means: the interviewee suspects experiencing somatic symptoms as a consequence of psychological distress

coping with psychological impact means: strategies put in place to cope with the psychological impact of the disease, regaining control and integrating the experience

empathizing with others hit by COVID-19 means: the interviewee reflects on the feelings of other people hit by the pandemic

advice for others

advice for HCPs means: advice the interviewee would give to HCPs

suggestions for best public health or medical practice means: the personal views of the interviewee on what would be good medical practice

advice for others infected by COVID-19 means: the interviewee shares advice to other people who are experiencing COVID-19

advice for family and friends the interviewee shares advice for people in the social network

advice for others in general means: the interviewee shares advice for people who are experiencing the indirect effects of the pandemic, but not COVID-19

evaluation of the interview means: the interviewee expresses their own opinion on the questions, on the interviewer, and on the process in general.

134 codes in the shared branch
(to have comparable data)

Complete freedom to work in the local branch
(to capture local or specific phenomena)



3. What we are doing, where we are standing



Next steps:

- Protocol/methods paper

- Coding and analysis

- OSOPs

- Topic-specific papers



3. Into the data!



Country Topic Moderator

Brazil On the edge: solidatiry
dilemma

Alicia

Brazil On the edge: solidatiry
dilemma

Ines 

Switzerland COVID in ICU Corine

Switzerland Existential outcomes Giovanni

UK Testing and precarious
employment + 
Negotiating risk of 
transmission when 
caring for others

Anna and Sue

USA Long COVID Jane

Japan Social integration after 
recovery

Rika

3. Into the data

…And now, the cool part of this session
- Watch selected clips;
- Note down what is interesting or 

surprising from your point of view, and 
what you see in the clip;

- Discuss your perspective in the breakout 
rooms (20’)

https://drive.switch.ch/index.php/s/5obXSZc
a4K3Xfvo
P: DI2021v

https://drive.switch.ch/index.php/s/5obXSZca4K3Xfvo


4. Future perspectives
(or: what we are learning from the process)



4. Future perspectives

COI disclaimer:
I do have a strong 
commitment to 
open science!



4. Future perspectives

Open science is better science:
- It’s more accessible
- It’s  more fair
- It’s more transparent
- It’s more efficient
- It has a wider impact

+ many universities or funders start putting 
open science approaches as a condition!

Woelfle, M., Olliaro, P. & Todd, M. 2011, Open science is a 
research accelerator. 



4. Future perspectives

Normative: 
contradictory forces
between openness

and DP laws

Practical: lack of know how
about data sharing and 

data protection techniques

Subjective: habits and personal views
(«research data, especially personal 
sensitive data cannot be shared»)

Challenges to data sharing
- Special status of sensitive data
- Harmonization issues
- Technical issues
- Legal issues



4. Future perspectives

But we can share some data:
- Interview guides
- Variables
- Coding trees
- Metadata 

All of this, put in a coherent structure, 
would allow:
- Improved compliance with open 

science principles
- Resources for preparing proposals
- Fast project piloting
- More international projects



4. Future perspectives

Properties

- Description of the study (target 
condition, target population, 
research question, researchers
involved)

- ITW guide (and eventual
translations)

- Variables used in the analysis
- Coding trees and descriptive

memos
- OSOPs
- …



Proposal:

Open a discourse on the data access model, keeping in mind

cost of the data collection, possible exploits for commercial

purposes, and infrastructure;

Start to reason on the feasibility of an international -

i.e: an harmonized catalogue of existing datasets

and a set of rules for developing new datasets;

Reflect on the criteria for retrospective harmonization;

Leverage on existing experience - from the COVID study but

also from other fields, e.g the Maelstrom catalogue

(epidemiology)

https://www.maelstrom-research.org/page/publications



Give a scientist a tool and you feed science for a day.

Teach a scientist to be open and you feed science for a lifetime.

Graham Steel (@McDawg)



THANKS FOR YOUR TIME!
ɹǝpɹᴉǝʍ uǝʌǝ ʇᴉ uʍop ǝpᴉsdn ʇnq 'ǝɯᴉʇ ʇsɐl ɯoɹɟ lʍo ǝɯɐs ǝɥʇ llᴉʇS

Institute of Biomedical Ethics

and History of Medicine


