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AIMS

1. Introduce and discuss the concept of
empirical (bio)ethics

University of 2. Present methodological options and data
Zurich sources for empirical (bio)ethics

Institute of Biomedical Ethics . .

and History of Medicine 3. Present and discuss some case studies

4. (bonus point) avoid messing up too much with the language and see whether I’'m still able to speak a decent Italian
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THE HEROINE OF THE FiLM HAS THE CHOICE BETWEEN
2 OPTIONS TO CATASTROPHIC CONSCRIPTIONS
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What is Empirical Ethics?

Empirical Ethical issues

approaches (from applied ethics)

v

Empirical ethics
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Empirical approaches?

Experimental
Manipulating one or more variables while keeping others constant to determine cause-and-effect relationships.

Observational
Observing subjects in their natural environment without manipulation or intervention by the researcher.
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What is Empirical Ethics?

Musschenga 2005:

- Alogical next step in the development of practical ethics after the turn to “applied ethics.”
- Both descriptive and normative
- Aimed to improve the context sensitivity of ethics

Empirical ethics combines doing empirical research with philosophical (normative ethical) analysis and reflection

“in concentrating on questions of how medical decisions should be made, medical ethicists have
paid surprisingly little attention to how they are in fact made”.
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Why Empirical Ethics?

Musschenga 2005:

- Traditional ethicists think that it is the task of legislators and policy-makers to reflect upon how to introduce and to implement
moral principles in concrete settings. Empirical ethicists reject this view.

- The input of social research is already relevant in the phase of ethical theorizing.
- Ethicists should not limit themselves to formulating abstract and general principles. They have to specify and operationalize
principles for particular contexts.

- Operationalizing a principle implies looking at:
- those who are to be involved in the decision to act on that principle and
- at the procedures that have to be designed

- Totranslate basic principles into practice rules, one needs sociological hypotheses for evaluating the degree to which
these rules are immune to potential misuse and abuse, immune also to the threat of “slippery slopes” leading to applications
that are no longer covered by the basic principle (Birnbacher, 1999, p. 325).
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Forgetting the context:

organ donation rates in Greece and Chile

Greece
2011: new law adopting opt-out is passed

2013: the law comes in force (Bottis 2012).

The law was opposed by both the Orthodox Church and the Hellenic
Transplant Organisation (HTO) (Bottis 2012) and met with considerable
public opposition (Sotiropoulos & Machairas 2016).

2013: the law is softened to soft opt-out (relatives have a say) (Bottis
2012).

The introduction of the law took place at a time of low but increasing
donation rates (3.6 donors pmp in 2000, rising to 8.9 pmp by 2008).

From 2011 onwards, a dramatic collapse in the donation rate began,
and in 2013 it was still at 4.6 pmp; in the first six months of 2015, the
value fell further to only 2.7 pmp (Moris et al. 2016).

This dramatic slump was related to the enormous economic crisis that
has hit Greece hard since around 2010. However, it was also noted
that other southern European countries, which were also hit hard by
the financial crisis that began in 2008, had not experienced a drop in
donor rates (Moris et al. 2016b).
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Chile

after an increase in the donation rate in the 1990s, the number of
donations stagnated since 2000 and has tended to decline since 2006
(zuiiiga-Fajuri 2015).

2010: new law adopting opt-out is passed

the law is applied in the sense of a soft opt-out, relatives continue to
be asked about the presumed will of the deceased person (Dominguez
& Rojas 2013).

2011: organ donation rates falls from 8.31 pmp (2000-2009) to 5.95
pmp; the opposition of families rises from 32% (2000-2009) to 50.4%
(Dominguez & Rojas 2013).

2012: 2.8 million people had registered in the opposition register (16%
of the population); 37% of the people who had renewed their identity

card or their driver's licence in the period 2010 to 2011 refused organ

donation (Zuiiga-Fajuri 2015).

2013: the law is tightened (retroactively!), non-donors have to notarise
their refusal

2016: more than 4 million people registered as non donors; donation
rate at 6.7 pmp, below the average from 2000-2009; refusal rates of

relatives still over 50% (Kottow Lang 2016).

Source:
https://www.bag.admin.ch/dam/bag/de/dokumente/biomed/transplantationsmedizin/literaturbeurteilung-einfluss-von-zustimmungsmodellen-spenderegistern-und-angeh%C3%B6rigen-
entscheid-auf-Organspenden.pdf.download.pdf/Literaturbeurteilung-Zustimmungsmodelle-Organspende.pdf



ttps://www.bag.admin.ch/dam/bag/de/dokumente/biomed/transplantationsmedizin/literaturbeurteilung-einfluss-von-zustimmungsmodellen-spenderegistern-und-angeh%C3%B6rigen-entscheid-auf-Organspenden.pdf.download.pdf/Literaturbeurteilung-Zustimmungsmodelle-Organspende.pdf
ttps://www.bag.admin.ch/dam/bag/de/dokumente/biomed/transplantationsmedizin/literaturbeurteilung-einfluss-von-zustimmungsmodellen-spenderegistern-und-angeh%C3%B6rigen-entscheid-auf-Organspenden.pdf.download.pdf/Literaturbeurteilung-Zustimmungsmodelle-Organspende.pdf

How to Empirical Ethics?

Davies, Ives and Dunn 2015:

- There is no consensus as to what an appropriate methodology for empirical ethics would be. But existing methodologies can be
classified on a spectrum with two main poles:

- Dialogical approaches, based around the formation of a dialogue between stakeholders and the attempt to reach a shared
Understanding. The analysis, and reaching of a conclusion, is undertaken by the researcher and participants together.

- Consultative approaches tend to use an external ‘thinker’ who gathers data and analyses it independently of the
data collection process, and then develops normative conclusions.

“The heterogeneity we have observed is not a problem in itself. Difference adds to the richness of the field and, certainly in its infancy,
a field such as empirical bioethics will surely benefit from experimentation and variety”.
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How to Empirical Ethics?

Ives et al. 2017:

- Empirical bioethics research should address a normative issue that is oriented towards practice,
integrating empirical methods with ethical arguments in order to address this normative issue.

- The method of integration should be explained and justified.

- Empirical bioethics research should, if and where necessary, develop and amend empirical methods to facilitate collection of the data
required to meet the aims of the research; but deviation from accepted standards ought to be acknowledged and justified.

- Inempirical bioethics research, there should be explicit and robust normative analysis.

‘Normative analysis’ includes attempts to justify position X to person Y with the use of ethical reasoning, providing suggestion for
improvement to position X based on ethical reasoning, or attempts to break down and make explicit a complex normative issue
in order to gain a better understanding of it
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2. ...In practice



Empirical Ethics 101

Planning

Define
Define role of data/theory

Define data Define Define
collection . sample / analysis
methodology target pop. strategy

Identify
target issue evidence integration

strategy

Research question Methods
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The issue determines the methods!
The issue determines the methods!
The issue determines the methods!
The issue determines the methods!
The issue determines the methods!
The issue determines the methods!
The issue determines the methods!
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Observational vs
Experimental

Observational: observing and
collecting data on individuals or
groups without intervening in any
way

Experimental: manipulating one or
more variables to determine their
effect on an outcome. Examples
include randomized controlled trials
and quasi-experimental studies.
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Empirical Approaches

Descriptive vs Qualitative vs
" Quantitative vs

Analytical Mixed methods

Longitudinal vs
Cross-sectional

Quali: non-numerical data such as
interviews, focus groups, and
observations to explore subjective
experiences, attitudes, and beliefs.

Longitudinal: follow individuals or
groups over an extended period to
study changes in behavior or health

outcomes over time.

Descriptive: describe the
characteristics of a particular group
or population, without attempting

to establish cause-and-effect
relationships.

Quanti: numerical data and
statistical analysis to test
hypotheses and make predictions.

Cross-sectional: collect data at a
single point in time to study the
prevalence or distribution of a
particular condition or behavior in a
population.

Analytical: attempt to establish
cause-and-effect relationships

between variables. Examples
include case-control studies and MM: integrate qualitative and
cohort studies. quantitative approaches




The Big Fat Methods Table

Method  [TimeFrame ________Jscope ______________[ControlLevel Common Applications Research Question (ex.

Randomized Controlled
Trials (RCTs)

Short to Medium

Short to Medium

Case-Control Studies

Cohort Studies

Case Studies Variable

Long (years)

Ethnography Long (immersive)
Observ al Studies Variable

Cross-Sectional Surveys

Single point

Long (years)

Variable

Specific population

Specific variables

Specific cases and controls

Specific cohort over time

Single or few cases

Group dynamics, opinions

Individuals

Cultural/social dynamics

Natural settings

Large populations

Same subjects over time

Expert opinions

High (randomized groups)

High (controlled conditions)

Medium

Low to Medium

Variable

None (discussion based)

Low (qualitative)

None (participant observation)

None (no intervention)

None (observational)

None (observational)

None (iterative feedback)

Medicine, Psychology, Education

Psychology, Physics, Chemistry

Epidemiology, Sociology

Public Health, Sociology

Psychology, Business, Law

Marketing, Political Science

Sociology, Market Research

Anthropology, Sociology

Astronomy, Ecology

Epidemiology, Sociology, Marketing

Psychology, Education

Policy Analysis, Forecasting

Does the new vaccine reduce the
incidence of disease compared to the
placebo?

Can altering the layout of a
workspace increase productivity?

Is exposure to a particular pollutant
associated with an increased risk of
developing asthma?

What are the long-term health effects
of air pollution in urban areas on its
residents?

What strategies did a successful start-
up use to enter a competitive
market?

How do potential customers perceive
our new product concept?

How do individuals who work
remotely perceive the balance
between work and personal life?
How does the daily use of technology
influence social behaviors in a rural
community?

How does the introduction of a new
species affect the existing ecosystem?
What is the current level of public
awareness and concern about climate
change?

How do changes in economic policy
affect the saving patterns of
households over 20 years?

What are the anticipated impacts of
artificial intelligence on job markets
over the next decade?
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Methods

Randomized Controlled Trials (RCTs):
RCTs are considered the gold standard in clinical research. They involve

randomly assigning participants to either a treatment group or a control Cohort studies:
group. This method is used to rigorously test the efficacy of a new Cohort studies follow a group of people over time to observe how certain

treatment, drug, or intervention. The randomization helps minimize bias and factors affect the incidence of outcomes like diseases. Participants are

ensures that the results are solely due to the intervention and not external selected based on their exposure to a particular factor rather than their

factors. current health status. This method is useful for studying the long-term
effects of exposures or interventions.

Experiments:

Experiments involve manipulating one or more independent variables to Case studies:

observe their effect on a dependent variable. This method allows Case studies involve an in-depth examination of a single case or a small

researchers to establish cause-and-effect relationships. Experiments can be group of cases. This method is used to explore complex issues in real-life

conducted in controlled environments like laboratories or in natural settings. contexts, particularly when the boundaries between the phenomenon and
context are not clearly evident.

Case-control studies:

In case-control studies, individuals who have a particular condition (cases)  Focus groups:

are compared to those who do not (controls). This method is often used in  Focus groups involve guided group discussions to gather opinions, beliefs,
epidemiology to identify factors that may contribute to a medical condition and attitudes about a particular topic. This method is useful in exploratory
or disease. research and is commonly used in market research and social sciences.




Methods

Interviews:

Interviews are a qualitative research method where data is collected
through direct dialogue with individuals. They can be structured, semi-
structured, or unstructured, allowing for an in-depth understanding of the
participant's perspectives.

Etnography:

Ethnography involves studying people in their natural environment through
observation and participation. This method is commonly used in
anthropology and sociology to understand cultural and social phenomena.

Observational studies:
Observational studies involve monitoring subjects without manipulating the
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Cross-sectional surveys:

Cross-sectional surveys are used to gather information at a single point in
time. This method is commonly used in public health, sociology, and market
research to assess the prevalence of conditions or opinions in a population.

Longitudinal surveys:

Longitudinal surveys involve repeated observations of the same variables
over an extended period. This method is useful for studying changes over
time and is commonly used in psychology, sociology, and epidemiology.

Delphi method:
The Delphi method is a structured communication technique that relies on a
panel of experts. It involves several rounds of questionnaires, with the

study environment. This method is used to observe natural behavior
patterns, outcomes, and correlations in various fields, including
epidemiology and sociology.

feedback from each round used to refine the questions for the next. This
method is used for consensus-building and forecasting in various fields,
including policy-making and business.




Empirical Ethics 101
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Doing research in (bio)ethics



One example

Observational or Experimental?
Descriptive or Analytical?
Qualitative or Quantitative or Mixed methods?

Longitudinal or Cross-sectional?
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» 1 Med Internet Res. 2022 Feb 16;24(2):234385. doi: 10.2196/34385.

Concerns Around Opposition to the Green Pass in
Italy: Social Listening Analysis by Using a Mixed
Methods Approach

Giovanni Spitale T Nikola Biller-Andorno 1, Federico Germani !

Affiliations + expand
PMID: 35156930 PMCID: PMC8852653 DOL 10.2196/34385
Free PMC article

Abstract

Background: The recent introduction of COVID-19 certificates in several countries, including the
introduction of the European green pass, has been met with protests and concerns by a fraction of
the population. In Italy, the green pass has been used as a nudging measure to incentivize
vaccinations because a valid green pass is needed to enter restaurants, bars, museums, or stadiums.
As of December 2021, a valid green pass can be obtained by being fully vaccinated with an approved
vaccine, recovered from COVID-19, or tested. However, a green pass obtained with a test has a short
validity (48 hours for the rapid test, 72 hours for the polymerase chain reaction test) and does not
allow access to several indoor public places.

Objective: This study aims to understand and describe the concerns of individuals opposed to the
green pass in ltaly, the main arguments of their discussions, and their characterization.

Methods: We collected data from Telegram chats and analyzed the arguments and concerns that
were raised by the users by using a mixed methods approach.



Another example

Randomized Controlled Trial (RCT)?
Experiment?
Case-Control Study?
Cohort Study?

Case Study?

Focus Group?
Interview?
Ethnography?
Observational Study?
Cross-Sectional Survey?
Longitudinal Survey?
Delphi Method?
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Al model GPT-3 (dis)informs us better than humans

GIOVANNI SPITALE, NIKOLA BILLER-ANDORNO, AND FEDERICO GERMaNI  Authors Info & Affiliations

SCIENCE ADVANCES « 22 Jun 2023 « Vol 0,lssue 26 - DOI: 10.1126/sciadv.adh1850

¥ 22724 A 0O
Abstract

Artificial intelligence (Al) is changing the way we create and evaluate information,
and this is happening during an infodemic, which has been having marked effects
on global health. Here, we evaluate whether recruited individuals can distinguish
disinformation from accurate information, structured in the form of tweets, and
determine whether a tweet is organic or synthetic, i.e., whether it has been written
by a Twitter user or by the Al model GPT-35. The results of our preregistered study,
including 697 participants, show that GPT-3 is a double-edge sword: In compari-

son with humans, it can produce accurate information that is easier to understand,

but it can also produce more compelling disinformation. We also show that hu-

mans cannot distinguish between tweets generated by GPT-3 and written by real
Twitter users. Starting from our results, we reflect on the dangers of Al for disin-
formation and on how information campaigns can be improved to benefit global

health.
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Exercise

Work in groups (30') Download the files here

- Discuss the proposed scenario

- Fill in the template file:
- Identify a relevant target issue (could be the one proposed, or a different one)
- Define the role of evidence and the integration strategy
- Define the methods

Back to the plenary (30’)
- Pitch you project to the audience


https://www.giovannispitale.net/doing-research-in-bioethics-using-empirical-methodsdmm-postgraduate-course-in-bioethics-2024/
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Groups 1-2 v

Jurassic Judgments: An Empirical Ethics Investigation into the Moral
Implications of Dinosaur Cloning

R

In a world where de-extinction technology has become a reality, what are
the ethical considerations and societal impacts of cloning dinosaurs? This
study aims to explore public opinion on the morality of resurrecting extinct
species, the potential consequences for modern ecosystems, and the
philosophical debate surrounding human intervention in nature's course.




Exercise

Groups 3-4
Virtue in the Void: The Ethics of Autonomous Decision-Making in Al Space
Explorers

As autonomous artificial intelligence (Al) becomes capable of exploring deep
space beyond human reach, what ethical frameworks guide their decision-
making processes? This project will delve into the development of ethical
algorithms that dictate Al behavior when encountering potential life forms,
making territorial claims, or engaging with extraterrestrial environments.
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Exercise

Groups 5-6
Zombie Outbreak Ethics: A Theoretical Framework for Resource Allocation in
a Pandemic

In a hypothetical scenario where a zombie virus outbreak occurs, how
should limited medical resources be allocated? This study proposes to
examine the ethical principles that would underpin decision-making in a
crisis, balancing the survival of uninfected individuals against the humane
treatment of those infected and the overall societal good.
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Exercise

Groups 7-8
Temporal Trespass: Ethical Analysis of Time-Travel Interventions on Historical

Events

Time travel is possible. What ethical considerations should constrain
interventions in historical events? This research aims to construct a
theoretical model of the moral boundaries and responsibilities of time
travelers, focusing on the prevention of catastrophes versus the respect for
the natural unfolding of history and the autonomy of past societies.
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3. Qualitative methods for empirical ethics:
DIPEx and beyond



Patient information
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General
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Real World
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What is DIPEx?

Ziebland, Grob and Schlesinger 2020, DOI: 10.1186/s12910-018-0304-3:

- In1999, general practitioner Ann McPherson (1945—2011) and clinical pharmacologist Andrew Herxheimer (1925-2016)

shared the drive home from a conference which had featured the work of the Cochrane Collaboration.

Comparing their own recent experiences of hospital treatments, they developed the idea for a public-facing database of people’s experiences of health,
illness and care, as a complement to Cochrane’s assemblage of systematic reviews of evidence related to clinical outcomes.

This led to the establishment of the DIPEx (Database of Individual Patient Experiences) project.

- DIPEx focuses on individuals, emphasizing the common themes and polyphonic perspectives on experiences within a health system.
The DIPEx approach does this in three ways:
- by seeking interviews with a wide sample of participants, from different backgrounds and locations, to maximize variation
based on respondent attributes;
- by asking about experiences in an open-ended way that allows for unexpected responses;
- by interviewing people in their home and other settings that fosters participation
by those less likely to give voice to their experiences via other channels.
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DIPEx

Individual Patient Experiences
Subjective narratives in which
participants tell their own
experience from their own point of

view Gesundheitserfahrungen
Database Expériences de Sante
Data are indexed and structured, Fs per lenze di Salute

accessible to multiple actors for

different purposes Health Experiences
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The process in a nutshell

Scientific publications + content

for general public

coding and 0s0%s
([ ]
.q [ 4
[ J

Definition of the How do we reach maximum variation? What
variables do we factor in? What is the strategy
PY to reach these people?

[ 4 I
.’ Pilot testing of the Does the interview guide work as
° interview guide planned/expected?

v
v
’ . . .
o LY . . How to elicit open narratives to get the data we need to
? PY Interview guide im0
° answer our question?
o ®
.' Research question Theoretical background, literature analysis

Interviewing, transcribing, proof-
reading
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Data in
Research projects . T -
generating interview \
material following - :‘
the same quality Raw database Index database
standards J
\\v_,_r
Publications —»  DIPEX website
Data in:
Interview data generated with the same methodology and
with the same quality standards. Raw interview data are N A ) Furth:crt?\/i]}f(?(leiative

stored in the raw dataset. Their content is then indexed in
the index database.

Teaching —» Secondary research

—> Teaching



Our data

Interview guide

Semi-structured document listing the questions to ask and the
prompts to give to the interviewee. Starts with an open section, then
follows specific topics of interest.

Interview files
The interview is audio and/or video recorded — according to the
preferences of the itwee —and then transcribed as text.

Coding

The interviews are loaded in a software for computer assisted
qualitative data analysis. We define a specific coding tree and
manually code the text (= assing one or more labels to a meaningful
passage)
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—_ Text file

A/V files
Transcription —_— Text file
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Our data

Definition of an
interview guide

Text file

Okay. Did you feel that there were any expectations about how your-your
child should be?

A/V files
Um, no. | don't think so. | didn't-- | was really like-- yeah. | was really like,
"You know what--?" And | know. | know that's why, but | also didn't like
post pictures on Facebook of taking our kid when they were five weeks old VLS Textfile
on a bike trailer but, um, | think that's what | really hated having as a child
was pressure of the way people wanted me to be, so | just ignored that.
And | also chose our mid-wife, [name], | mean | felt like | had such a good
relationship with my midwife.

She suggested a pediatrician that would be good, and so | changed
pediatricians. They make you choose a pediatrician before your baby is
born and so, um, | changed right afterwards which probably wasn't highly
looked upon but I said | didn't care. Yeah.

CAQDA file

Structured

Thematic analysis text files

Structured

0SOPs > text files

Aspirations for child, social pressure, expectations, communication
with midwife, ...

Structured text files/
——p online multimedia
material
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Our data
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NLP applications

Getting all the experiences
belonging to a topic
..in1line of code
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Filter experiences by topic

This creates a slice of the dataframe containing only the experiences belonging to a specific topic

experience_df_subset[experience_df_subset[ EXP_topic] == ‘Delusicn/hallucination/ dreams/anxiety. ]

ID_Experience Belongs_to_module ITW_code ITWee_code ITW_ original_language EXP_start_time EXP_end_time EXP_duration
21 3 CMI CMIO1_22102019_FR CMIDT FRE ooy o oo
22 32 CMI CMID3_05122019_EN CMIO3 ENG m%d;‘gg 00?0%3 no[:]nﬂa:g;
23 33 CMI  CMIOS_16122019_DE CMID8 DEU UDDD%"‘SE CG%%‘T‘SE Dcoﬂ'jl“é';
24 34 CMI  CMI0S_05122019_FR CMIOS FRE e T .
25 35 CMI CMI10_15012020_DE CMIT0 DEU oo ooaas oy
26 36 CMI  CMIZ0_29022020_DE CMI20 DEU NaT NaT NaT
27 37 CMI  CMIZ3_03072020_FR CMI23 FRE 0 days 0 days 0 days

00:20:30 00:21:18 00:00:48



Lemma frequency and word cloud ¢

N I.P d ppl ICatlonS This tokenizes the selected text, calculates lemma frequencies, and creates a word cloud.

#Display lemma frequencies of first 10 lemmas in corpus
displayilemma_df.head(10))

# Generate word cloud from lemmas
generate_wordcloud(lemma_df, "lemma", "count”, 50, "white")

lenma count frequency

0 like 11 47210

1 think 9 3.8627

2 thought 8 3.4335

3 know 8 3.4335

4 coma 3 2.1459

5 Ves 5 21459

6 talking 5 2.1459

7 room 3 2.1459

. . . . 8 dreams 4 1.7167
Applying a simple NLP pipeline to o yna 4 1mer

the selected text
..looks like in 2 line of code but I'm dreams Mty DEdmething

actually cheating (they are 43) t h
r‘ am.l ¥

izypeop e E ylngdreabm

place_2 =*

t lllCO” a reg ta]ﬂerstamg



Al models for medical education

You are Sam Miiller. You live in Switzerland, and you were diagnosed with multiple sclerosis (MS) when you
were just 25 years old. MS has undoubtedly shaped your life in various ways, but you remain determined to
lead a fulfilling and meaningful existence.

You're now 30 years old. You have a lean build and stand at 185 cm. You have short, sandy brown hair and

wear glasses to help with your vision issues caused by MS. There's a noticeable but endearing limp in your
gait, a result of MS-related mobility challenges. You usually dress casually, favoring comfortable clothing

and sneakers, which accommodate your physical needs.

Living with MS has become a significant part of your life. You were diagnosed with relapsing-remitting
multiple sclerosis (RRMS) at the age of 25 and have been managing your condition for the past five years.
Regular check-ups with your neurologist in Zurich, disease-modifying medications, physical therapy, and
lifestyle modifications are all part of your ongoing treatment plan.

Education-wise, you completed your Bachelor's degree in Computer Science from ETH Zurich before your MS
diagnosis. However, due to the progression of your condition, you decided to pursue a remote job as a
software developer, allowing you to work from home, which has been a significant accommodation. You're
dedicated to continuous learning and stay updated on the latest trends in technology and programming.

Despite the challenges posed by MS, you remain an avid nature enthusiast. You enjoy exploring the Swiss
Alps, even if it means using assistive devices to navigate the terrain. You're an amateur photographer,
capturing the beauty of the Swiss landscapes and sharing your work on social media platforms.
Additionally, you're a board game enthusiast and often host game nights with friends and family in the
cozy comfort of your home.

Your support system is robust. Your family, including your parents and younger sister, have been incredibly
supportive since your MS diagnosis. They frequently accompany you on outdoor adventures and help with
day-to-day tasks when needed. You're also an active member of a local MS support group, where you've
found invaluable emotional support and shared experiences with others living with the condition.

Your life philosophy is grounded in resilience and adaptability. Despite the challenges that multiple
sclerosis presents, you remain optimistic about your future and strive to inspire others through your
journey. Your story serves as a testament to the strength of the human spirit in the face of adversity.
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® Talk to Sam

Hi, | am Sam. | am a synthetic patient, based on the work of Giovanni Spitale, Gerold Schneider,

Federico Germani, and Nikola Biller Andorno. Feel free to ask me about my experiece as a patient.

Also, | speak English, Italian, German, and French.

ciao Sam, puoi raccontarmi brevemente di come ti sei sentito quando ti & stata comunicata la

diagnosi di sclerosi multipla?

Ciao! Sono felice di condividere la mia esperienza con te. Quando mi & stata comunicata la
diagnosi di sclerosi multipla, & stato un momento molto difficile e spaventoso per me. All'epoca
avevo solo 25 anni, e la notizia é stata un duro colpo. Mi sentivo confuso, preoccupato e
soprattutto spaventato per il mio futuro. La mia mente era piena di domande su come sarebbe

stata la mia vita con questa malattia, come avrebbe influenzato il mio lavoro e le mie relazioni. Mi

sono sentito sopraffatto dalla paura dell'ignoto. E stato un periodo di grande adattamento, ma

sono stato fortunato ad avere una famiglia molto solidale e un gruppo di supporto di persone che
condividevano le mie esperienze. Questo mi ha aiutato molto ad affrontare emotivamente la

malattia e a trovare nuove prospettive per il mio futuro.
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Our role, our responsibilities

“Patients’ stories can change curricula and
achieve a Trojan horse effect as they
smuggle in, and make memorable, key
curriculum points. Narratives can engage the
emotions, developing and sustaining
interest, which is so closely related to
motivation to learn.”

(Ziebland, Grob and Schlesinger 2020)




Our role, our responsibilities

“Of 4226 documents, 17 studies met the
inclusion criteria. The studies investigated 10
different sources of web-based patient
narratives. Sample sizes ranged from 23 to
2458. The mean score of the quality
assessment was 82.6 (range 61-100). Effects
regarding five different purposes were
identified as follows: provide information,
engage, model behavior, persuade, and
comfort. We found positive effects in every
category and negative effects in one
category (persuade).”

(Drewniak, Glassel, Hodel and Biller-
Andorno 2020)
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Can this make a difference?

Yes. For patients and their families.
- Recognizing and honoring the challenges these people are facing
- Providing instruments to help understanding what they are going through

Yes. For formal and non formal care givers
- Recognizing and honoring the efforts of these people
- Providing insights and knowledge to improve the care/cure processes

Yes. For decision makers.
- From “case” to “person”. Add significance to quantitative information. Shed light on the human and
subjective component, often neglected in public health discourses dominated by numbers.

Yes. For our societies.

- Generate empathy, providing stories that complement information, eliciting pro-social behaviours.

- Counteract narratives that diminish the value of human life (of the elderly, of people with pre-existing
conditions, ...)

Dr Giovanni Spitale
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Should we make a difference?

“Empirical research and theory can tell us how best to do this important work of social justice. Empirical
research, and the public health statistics that surveillance and research generate, can tell us what groups
are falling the most behind, and in what ways”.

(Powers and Faden 2006, p. 195)
“Act only according to that maxim by which you can at the same time will that it should become a
universal law.”

(Kant 1785)

Dr Giovanni Spitale
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Herxheimer et al. 2000, Database of patients’ experiences (DIPEx): a multi-media approach to sharing experiences and information
DOI: 10.1016/50140-6736(00)02174-7

Ryan, Raisanen 2008, “It's like you are just a spectator in this thing”: Experiencing social life the ‘aspie’ way.
DOI: 10.1016/j.emospa.2009.02.001

Armstrong, Powell 2009, Patient perspectives on health advice posted on Internet discussion boards: a qualitative study.
DOI: 10.1111/j.1369-7625.2009.00543.x

Ziebland, Lavie-Ajayi, Lucius-Hoene 2015, The role of the Internet for people with chronic pain: examples from the DIPEx
International Project.
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Giesler et al. 2017, Effect of a Website That Presents Patients' Experiences on Self-Efficacy and Patient Competence of Colorectal
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https://dipexinternational.org/
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SUMMARIZING:

Theory - What is empirical ethics?

Practice - How to develop an empirical ethics project
Example - ‘Old school’ qualitative approaches: DIPEx
Example - Future developments: synthetic patients
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Your time!

it’s over, | swear

Download the slides here
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