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Abstract

In recent years, patient narratives have gained increasing attention as a valuable source of insights into the
subjective experience of healthcare. This paper outlines a best-practice approach to the collection, analysis,
and use of patient narratives, based on current literature and on the experience of developing the Swiss
Database of Individual Patient Experiences (DIPEx). The DIPEx project aims to provide a systematic and
methodologically rigorous collection of patient narratives on various health situations and topics. This
paper presents and details the DIPEx approach as a current standard in the field, offering a comprehensive
overview and discussing the potential uses and benefits of patient narratives: improve healthcare practice,
empower patients and caregivers, help structure better communication in healthcare, and contribute to
medical teaching and learning.
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Introduction

Research on patient narratives has steadily gained momentum over the last decades. For good reasons:
patient narratives are unique windows on the subjective aspects of the healthcare experience — which is a
very relevant aspect of healthcare. Work on patient narratives can build empirical foundations for better
patient-centred care; inform the development of Patient Reported Experience Measures (PREMs) and of
Patient Reported Outcome Measures (PROMs); empower patients and caregivers; help structure better
communication in healthcare; contribute to medical teaching and learning. In a nutshell, narratives help us
understand the very meaning of health, illness, and care for the key stakeholders of healthcare: patients
(Pallai and Tran 2019). Patient narratives can bring pack people’s voices in patient centred care; they are
evidence, as in ‘evidence-based medicine’, complementary — not alternative — to quantitative evidence.
Nevertheless, they need to be collected and studied with method and rigour to contribute to designing
better healthcare.

Individual patient accounts that appear more or less randomly in the medical literature and media may be
appealing and insightful, but come with obvious limitations. They cannot capture variations, nor do they
routinely provide detailed information about disease, diagnosis and treatment. A systematic collection,
however, provides a clear methodology and transparent analysis that is amenable to critical scrutiny.
Results are contextualized and discussed, including other qualitative studies as well as quantitative work, to
increase validity and reduce potential bias.

In this article, based on current literature and on our hands-on experience of developing a Swiss Database
of Individual Patient Experiences (DIPEx), we detail a standardized, best-practice approach to the collection,
analysis, and use of patient narratives, in the form of semi-structured interviews — keeping in view that
standards are currently evolving (Deutsches Netzwerk Gesundheitskompetenz 2022). The Swiss DIPEx
project aims to provide a systematic and methodologically rigorous collection of patient narratives on
various health situations, as diseases like dementia, chronic pain, Parkinson’s, COVID-19, Multiple Sclerosis,
rare diseases and others, but also on health-related topics, e.g. Intensive Care Management and Coercion,
Pregnancy and prenatal testing, or possible future topics as adolescent obesity, risk of falls in older age,
addictive behaviour among adolescents, or vocational reintegration at workplace.
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Background

The value of qualitative research has been long recognized in public health and health services research.
The focus on methods that encourage participation and provide an deep insight into the subjective
experience, which is one of the strength of qualitative research, is now increasingly published and accepted
in the mainstream medical literature: Lancet commissions incorporate patient voices (Han et al. 2016), and
JAMA has a specific section on narratives (JAMA 2022). The Equator Network, an international initiative
seeking “to improve the reliability and value of published health research literature by promoting
transparent and accurate reporting”, lists qualitative research as one of the main study types in health
research (Equator Network 2022; O’Brien et al. 2014; Tong, Sainsbury, and Craig 2007).

Patient narratives can help close the gap between what really matters to the individual patient and what
healthcare professionals perceive (Kleinman 1989). Beyond patient centeredness, other dimensions of
healthcare quality can be improved. Targeted care, based on patients’ needs and priorities, can be more
effective and efficient, avoiding unnecessary expenses that do not add value for patients (Porter 2010). The
saved resources can in turn be invested to deliver more timely and equitable care. Better understanding of
patients’ perspectives contributes also to patient safety, e.g., through adapting information procedures to
patients’ emotional state and current cognitive receptivity. By sharing their experiences and by learning
from others with similar conditions, patients and their relatives can feel supported and more able to cope
with their disease (Ziebland, Lavie-Ajayi, and Lucius-Hoene 2015).

Patient narratives can also contribute to medical education and teaching, fostering understanding and
improving communication. In fact, the creation of a database for a learning system has been identified as
one of the core challenges that Swiss healthcare faces today (Biller-Andorno and Zeltner 2015).

Distant reading

To understand how patient narratives have been incorporated in healthcare scholarly work we adopted a
‘distant reading’ strategy (Franzini et al. 2015; Moretti 2013, 49). We used TopicTracker (Spitale and Biller-
Andorno 2021), a Python pipeline to retrieve PubMed entries and to perform Natural Language Processing
analyses on the corpus. Our query is fairly simple — but rather specific:

"1975/01/01"[Date - Publication] : "2021/12/31"[Date - Publication] AND ("patient s"[All Fields] OR
"patients"[MeSH Terms] OR "patients"[All Fields] OR "patient"[All Fields] OR "patients s"[All Fields])
AND ("narration"[MeSH Terms] OR "narration"[All Fields] OR "narrative"[All Fields] OR
"narratives"[All Fields] OR "narrative s"[All Fields] OR "narratively"[All Fields])

The query captures everything indexed in PubMed from 1975 (i.e. when the combination ‘patient
narratives’ appeared for the first time in a paper’s keywords) to 2021.

Our analysis is focused 1. on normalized keywords and MeSH terms to describe the evolution of the field
and the main topics; and 2. on normalized journals (i.e: the normalized count of journals publishing this
literature), to describe the impact, the target, and the typical audience of these publications. Normalization
is performed in the same way for each entity, i.e: normalized entity = count of entity / number of papers.
The original dataset is available for replication and further exploration (Spitale 2022).

Our query captures a total of 26739 papers (after duplicate removal).
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[figure 1, number of articles captured by our query on 'patient narratives', 1975 - 2021, normalized to total
articles indexed in PubMed in the same year]

It is clear that the last decade saw the start of an exponential growth in publications dealing with ‘patient
narratives’. Of note, in 2021 0.3% of all the literature indexed in PubMed touches this topic.

Keywords

The analysis of the most frequent 50 normalized keywords offers a first overview of what this field is about
in terms of methodologies, conditions targeted, and context of application of the findings. Keywords focus
on:

1. The methodology and the approach, including: analytical approach, empirical approach, philosophical
approach, religious approach, qualitative research, natural language processing, patient experiences.

2. The target conditions, including: death and euthanasia, mental health, cancer, genetics and
reproduction, depression, dementia, stroke, pain / chronic pain, schizophrenia, diabetes, obesity, breast
cancer. The target conditions remain rather stable over time.

3. The context in which this research can have a substantial impact, including: professional patient
relationship, palliative care, quality of life, nursing, rehabilitation, communication, narrative medicine,
patient safety, primary care, diagnosis, surgery, prevention, medical education, and quality improvement.
Some changes occurred over time in the ‘context’ keywords, with some relevant new entries, becoming
more popular in the last decade, namely: education, patient education, adherence. This suggests a gradual
but steady switch of focus towards what we could call ‘patient oriented research’.

MeSH terms
The analysis of the 50 most frequent normalized MeSH terms provides confirmation and further insight into
what highlighted by the keyword analysis. MeSH terms focus on:

1. the methodology and the approach, including: narration, surveys and questionnaires, qualitative
research, nursing methodology research, interviews, psychometrics, evaluation studies, retrospective
studies, neuropsychological tests, and randomized control trials.
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2. The context in which this research can have a substantial impact, including: interpersonal relations,
attitude to health, self-concept, decision making, communication, medical history taking, attitude of health
personnel, treatment outcome, social isolation, personal autonomy, verbal behaviour, social support,
quality of life, and grief. Of note, starting from 2011 ‘treatment outcome’ becomes the most frequent
‘contextual’ MeSH term in the corpus, followed by ‘quality of life’ and ‘communication’, providing a very
clear indication on how patient narratives are mostly used now — informing the development of PROMs.

Journals

Journal trends suggests that although scholarly work on patient narratives tends to be published by
discipline-specific journals (e.g: ‘Brain and language’, ‘Social science and medicine’), it is gaining momentum
and attention from top-notch medical journals, traditionally less inclined to publish this type of research.
Although it is possible to speculate that the COVID-19 pandemic had a negative impact on the field, the
most influential, high impact medical publications are accepting more research on patient narratives than
before.

Normalized trends for papers on 'patient narratives' published in top medical journals,
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[figure 2, Normalized trends for papers on 'patient narratives' published in top medical journals, 2005 —
2021. Top medical journals have been identified and ordered by their reported impact factor in 2020: CA: A
Cancer Journal for Clinicians - 120,83; the New England Journal of Medicine - 74,699; Lancet - 60,392;
Journal of the American Medical Association - 51,273; Journal of Clinical Oncology - 32,956]

DIPEx International

Distant reading shows how participated and polyphonic the work on patient narratives has become, while
maintaining some internal consistency. This richness is benefitting the field, nevertheless we believe that
some form of standardization is needed. Standards ensure consistency, comparability, inter-compatibility,
and quality of the data, needs that have emerged even more strongly during the COVID-19 crisis:
comparing narrative data from different countries allows to compare the influence of structural factors like
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the healthcare system or response strategies on individual experiences, hence, to identify good practices,
and improve quality of care.

Some work in the sense of defining solid standards for research on patient narratives, more specifically on
patient interviews already exists, resulting from the joint efforts of the DIPEx International research
community. DIPEx is a multi-media approach to collecting, analysing, and disseminating patient interviews,
emerged in the early 2000s from the personal healthcare experience of Ann McPherson, a general
practitioner, and Andrew Herxheimer, a clinical pharmacologist. The original idea of ‘a systematic collection
and analysis of interviews with people about their experience of illness with evidence of the effects of
treatments, and information about support groups and other resource materials’ (Herxheimer et al. 2000)
grew over the years, as well as the research community.

DIPEx aims to ‘identify the questions that matter to people when they are ill' (Herxheimer et al. 2000). It
collects interviews with patients with different diseases that are made available on a website as audio,
video, or text, in accordance with the preferences of the interviewee. The idea is to inform patients, to
educate healthcare professionals, and to provide a ‘patient centred perspective to researchers and those
who manage health services’ (Herxheimer et al. 2000).

The methodology has been further codified (Ziebland and McPherson 2006; Medical Sociology and Health
Experiences Research Group (MS & HERG) 2020), as well as the use and impact of the data for researchers,
healthcare professionals, patients, and caregivers (Ziebland and Herxheimer 2008; Ziebland, Lavie-Ajayi,
and Lucius-Hoene 2015; Drewniak et al. 2020; Christensen, Parker, and Cottrell 2021).

In the last two decades, DIPEx international has grown into a solid network with research groups in 14
countries — including Switzerland (Ziebland, Grob, and Schlesinger 2021).

The DIPEx.ch approach

In this section we present the current state of the art, the best practices, and the main limitations of this
kind of approach in developing our database of patient narratives, an open structure that allows the
addition of further modules, providing data that can be used for future secondary analyses in other
national or international research contexts, as done for COVID-19. This way, the project and database aim
to contribute not only to a smarter but to a wiser health care that is well anchored in patients’ needs,
values and priorities.

Project definition

A DIPEx project starts defining a ‘module’. Each module targets a specific health condition. The choice of
the target depends on several factors, including evidence of knowledge gaps, suggestions by healthcare
institutions, or requests from patient organizations.

Modules are conducted by a team of expert researchers, with experience in qualitative research, who
received specific formal training (Medical Sociology and Health Experiences Research Group (MS & HERG)
2020), and with a good command of multiple languages (a factor of crucial importance in a multilingual
country such as Switzerland).

DIPEx Switzerland obtained a clarification of responsibility on the methodology from Zurich’s Cantonal
Ethics Committee, stating that ‘it does not fall within the scope of the Human Research Act’ (BASEC-Nr.
2017-00678). This was later extended to the entire country, allowing to ‘carry out the project throughout
Switzerland without ethics committee approval’ (BASEC-Nr. 2018-00050). In case new modules include
substantial methodological changes, they are subject to a second round of ethical approval.
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After a review of the available literature, the research team defines a research question and a topic-
informed interview guide. It comprises an open narrative section and follow-up questions that allow
understanding specific topics, stemming from the research question. Each interview guide receives
feedback from a module-specific advisory board, composed of healthcare professionals, other researchers,
and patients. The feedback addresses both structural factors (e.g: appropriateness of the questions,
salience) and linguistical factors (e.g: use of language-specific, non-translatable words, sentences or
constructs). Our team of researchers comprises English, German, French and Italian speakers, with English
being the common language. The interview guides are typically drafted in English, pilot-tested, and
subsequently translated. The translation is focused on maintaining an accurate interpretation of the
guestions, as opposed to an accurate linguistic reproduction (Schaffner 1997).

An example of interview guide is provided as multimedia appendix 1.

Data collection

As typically qualitative research aims for transferability and not representativity (Morse 2000; Marshall
1996), the sampling strategy follows a maximum variation approach (Coyne 1997). The idea is to
understand which variables could influence the experience (age, gender, living arrangement, family
background, condition-specific factors, ...) and to represent these possible variations in the sample
(Herxheimer et al. 2000). Participants are recruited through patients’ organizations, healthcare institutions,
registries, although the strategy may vary depending on the target condition. The interviews are performed
in the language participants are most comfortable in. When participants are not able to speak for
themselves (e.g., due to dementia or speech and cognitive disorders after a stroke), relatives are invited for
an interview. In these cases, due consideration is given to specific ethical issues that may arise regarding
informed consent procedures; authorization and advice are sought from the local IRB. Interviews are
conducted either in person or online, depending on the participant’s preference and context. Depending on
the participant’s preferences, interviews are recorded as audio or video. Files are transcribed either
manually or using GDPR (General Data Protection Regulation) compliant software (HappyScribe 2022), and
proofread. Solid data protection protocols are of utmost importance in this phase, as the audio files may
contain personal identifiers.

Coding and analysis

In order to determine theoretical saturation (Hennink and Kaiser 2020), the coding and analysis proceed in
parallel with data collection. Anonymized transcripts are loaded in computer assisted qualitative data
analysis software (Kuckartz and Radiker 2019; Woolf and Silver 2017), assigned the appropriate variables,
and coded. The preferential methodology is thematic analysis, a very flexible method ‘for identifying,
analysing, and interpreting patterns of meaning (‘themes’) within qualitative data’ (Braun et al. 2018; Braun
and Clarke 2012). The approach is hybrid and iterative, with both top-down components (i.e: theory-driven
codes, strongly connected with the research question and interview guide) and bottom-up components
(i.e: data-driven codes, useful to capture emerging themes). Coding aims to identify, organize, describe, and
explain themes emerging in the corpus, coming to a shared interpretation, and identifying opportunities for
improving the quality and efficiency of healthcare.

Coding is a collaborative effort due to professional background and language. As the healthcare
experiences encompasses medical, psychological, and social factors, a multidisciplinary team can come to a
more complete understanding of the corpus. To guarantee intersubjective consistency, every code is
complemented by a memo, explaining its exact meaning and its intended use. When theoretical saturation
is considered reached, recruitment is stopped, and the coding work is consolidated and finalized.

To ensure that implicit meaning specific to a language are not lost, interviews are coded in the original
language. The codes/coding tree remains in the common language of the research team. Particular words
and phrases that are difficult to directly translate are highlighted by the researcher fluent in that language,
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and the cultural significance and meaning in the context of the interview transcript extensively memo-ed.
To ensure all researchers have an understanding of the interview and an overview of the corpus of
interview material, interview transcripts are translated into the common language using professional
translation software. These translations are used only as a reference for the benefit of researchers outside
of that language group and are not part of the formal coding and analysis process. Coded segments are
translated to English only in the final step of preparing quotes for publication (Ferguson, Pérez-Llantada,
and Plo 2011).

The goal is to enable the switch from ‘vertical reading’ (i.e: traditional reading of the transcripts, line by
line) to ‘horizontal reading’ (i.e: retrieving all the fragments in which the participants talk about specific
topics, defined by codes or groups of codes). This is the basis to go beyond individual experiences and
understand topics, distilling the ‘collective experience’ (i.e: the common traits), with an eye to the
variations (i.e: the discrepancies). This mapping of themes emerging from the topics, their interplay and
their interconnection informs the development of ‘OSOPs’ (One Sheet of Paper), in which the evidence
emerging from the narratives is contextualized, connected, and used to inform ethical reflection, either on
specific topics or on the general management of the condition. This approach is based on thematic analysis,
which in turn is derived from grounded theory (Ziebland and McPherson 2006).

Dissemination of the results

Once the analysis is finished, the data are prepared for dissemination and future use through a database.
Based on the coding structure, the research team defines in the database a module-specific two-level
taxonomy, cogent to report and portray the significant aspects of the ‘collective experience’. Each taxa is
accompanied with a text describing the general lines of the content, again, focussing both on trends and on
variations. After completing the creation of the taxonomy, the research team identifies the most relevant
coded fragments to attribute to the structure, and creates in the database pseudonymized profiles for the
participants from whose interviews the fragments come. The creation of ‘experiences’ (i.e: selected,
curated, and classified fragments in which one interviewee tells a significant portion of their story) knits
everything together. Experiences contain a title, a short description, pseudonymized transcript, and
(depending on the interviewee’s preferences) a link to the original audio or video. Experiences are thus the
minimum viable entity of the database, and the database allows to store (and retrieve) them using their
ontological properties, classification properties, descriptive properties, or additional metadata. Properties
are summarized in figure 3.
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EXPERIENCE
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Fesearch question
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Coding free
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Module
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Topic
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Title

Criginal language
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Timepointsfduration
Text version

ITWee code

Additional metadata

Ok for publication
Translations checked

[figure 3, properties of experiences in the DIPEx database]

All the content of the database is automatically translated to English, German, French, and Italian, and
proofread. The database is a MariaDB system, hosted in the data centre of the University of Zurich,
ensuring high data protection standards and adherence to FAIR (findable, accessible, interoperable,
reusable) data principles.

Our first completed module contains a total of 334 experiences, belonging to 28 interviewees and
taxonomized in 14 categories and 61 topics. The data are fed into the system using a dedicated interface,
and can be pulled using anything that supports MySQL queries. This allows multiple data-out interfaces,
ranging from multimedia websites (as in the original DIPEx concept) to application programming interfaces
(APIs). While the website is mainly intended for lay users, APls will allow a more specialistic use of the data
(e.g: education, training, secondary research); for instance, defining ‘meta queries’ or allowing bulk
download of tabular data. These functions maximise the (re)use potential of the dataset, increasing the
value of the entire project, and providing valuable resources for teaching, current, and future research
lines.

Modules ready for the public are made available via www.dipex.ch and launched via a symposium including
expert patients and healthcare professionals, providing excellent opportunities to present and discuss
findings as done in Excellence in patient care in November 2021 (IBME 2021). The website is fully translated
into German, French, Italian and English, and constantly reviewed with qualitative and quantitative
methods with a view to usability, accessibility, and individual benefit, aiming to fulfil the requirements of
the Health On the Net (HON) certificate (HON 2017), to which DIPEx subscribed. Participants can request to
have their materials withdrawn from the website at any time.
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Quality control and auditing

To ensure consistent quality of our data, alongside the application of the standards recognized by the
Equator Network (O’Brien et al. 2014; Tong, Sainsbury, and Craig 2007), we developed a quality control
checklist specific to our processes, applied as a self-assessment tool for the researchers working on a
module, and as the basis for peer review of the module. Quality control considers every step of the module
production. The checklist is provided as supplementary material (appendix 2).

Data protection and data management

Interview data can contain personal sensitive information and are therefore to be treated with utmost care
in terms of data protection. To protect our participants’ privacy, our process comprises a 2-level informed
consent system, and a set of data protection strategies.

Participants are required to sign the first informed consent before recording the interview. Signing this
document, they declare they have read and understood the information sheet (appendix 3); that they were
given the opportunity to ask questions and clarifications; that they accept the interview to be recorded (in
video or audio); and that they consent to the use of the full pseudonymized interview for research and
training. The first informed consent is provided as appendix 4.

After transcription and pseudonymization, participants receive a copy of the transcript and a second
informed consent form (appendix 5). They can allow the publication of the entire interview, of specific
passages only, or completely opt out from publication. Moreover, they can specify if they prefer to make
their interview available as video, audio, or text only.

In case we need to send non-pseudonymized interviews to third parties (e.g: for transcription) we use SHA
(Secure Hash Algorithm) encrypted containers, and third parties sign a non-disclosure agreement.

Upon data collection, identifiers are decoupled and an individual code is assigned to each participant. Data
are stored in a password-protected folder in a server located at the University of Zurich, subject to
incremental backup. The file containing the identities and contact details of the participants is SHA
encrypted and stored on a different volume.

Data selected for publication are double-checked for complete pseudonymization and saved in the
database. The data-in interface has a two-factor multi-user authentication system, allowing granular
permission management. Proof-reading can be done either directly via the data-in interface, or exporting
and re-importing translation files.

If a participant decides to opt-out from the study and requires data deletion, their code is retrieved, and
the material attributed to that code is deleted from the server and from the database. Finally, the
participant’s entry is deleted from the key file.

Ethics

Any sustainable, future-oriented healthcare system needs to be conceived as a learning system. Learning,
of course, requires feedback loops — such as patient experiences. Healthcare systems have been
notoriously slow in developing smart ways of systematically and meaningfully taking patient experiences on
board. For a long time, data collection has been limited to “patient satisfaction”, focusing on items such as
food or convenient parking. Patient experiences have evolved conceptually, covering outcome measures
relevant to patients, but their collection has remained sketchy in many instances. Narrative data can
complement this puzzle in a relevant way: by not imposing topics, approaches such as DIPEx can reveal
what genuinely matters to patients, and to what extent patient expectations are met by healthcare
services. Listening to patients is indispensable if the goal is patient-oriented care. Translating insights into
action is the next step that must follow. Researchers can contribute through the preparation of material
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(such as trigger films) based on patients’ voices that can start interprofessional discussions of opportunities
for improvement.

Another imperative regards the dissemination of findings. If participants dedicate their time to research, it
is researchers’ responsibility as good stewards of the entrusted data to ensure the results are accessible,
not only to a narrow community of experts, but also to a broader range of academics and the interested
public. Clearly, the use of data and results — particularly if re-identification cannot be excluded —is
acceptable only with participants’ written informed consent. Interviewees are not to be manipulated into
revealing information they do not like to share. Treating participants with respect and heeding the limits
they set is an obvious ethical rule that helps avoid exploitation.

Ethical issues may come up when participants reveal delicate information, such as suicidal ideations, drug
abuse, or involvement in illegal activities. In such cases, the complex interplay between the interviewer’s
duty to confidentiality, the participant’s right to privacy, and the safety of both is carefully assessed to
define a course of action — e.g. putting the participant in contact with organizations or professionals that
can offer qualified help.

Another caveat regards the groups and themes that receive scholarly attention. Some groups of patients
may seem more attractive from a research point of view, and more promising with a view to citations of
future publications. However, from an ethical perspective, all groups of patients should have a chance to be
heard, particularly those whose voice might be fainter, such as those who are marginalized, e.g. sans-
papiers. At the same time, it is important to acknowledge that reaching these groups is not easy and often
requires significant efforts. There is also an attention bias for certain health conditions, which may seem
advantageous with a view to recruitment, funding or publication. This should not deter researchers to insist
on also covering conditions that are less easy to approach.

Finally, it is a matter of fairness to involve participants rather than just treating them as a data source. We
recognize citizen science as a marker of good (open) science, and therefore we try to include participants in
every phase of the process, from the definition and testing of the interview guide, to the analysis and
interpretation of the results (Participatory Science Academy 2020).

Limitations
Research on patient narratives is powerful and versatile, but it has some important limitations to keep in
mind.

The approach we detailed is resource intensive. Researchers in charge of a module need solid training and
must be very familiar with each aspect, from sample definition to interview techniques, to qualitative data
analysis. While some division of labour is possible, it is inadvisable to split a module in isolated and self-
standing work packages. Some aspects can be automated: transcriptions and translations can be produced
by software and proof-read by humans; we also automated the production and upload of the clips. This is
an important innovation, as manual cutting and upload requires approximately 60 — 70 hours of human
labour and about 7 hours of machine time per module, while programmatic cutting and uploading allows to
achieve the same results in about 8 hours of machine time. We are currently exploring the possibility to
automate (to some extent) also the coding, but it is unclear whether it is possible to achieve a level of
quality comparable with human coding (Spitale, Biller-Andorno, and Germani 2022). In addition, after some
years modules might require updates to remain current, adding new interviews and re-conducting the
analysis.

This research can be rigorous and systematic. Nevertheless, personal bias can skew the coding and the
interpretation. This risk can be mitigated by adopting a shared and multidisciplinary approach, by
explaining codes with memos, and by exploring and challenging the preconceptions of the research team.
Assessing theoretical saturation is an issue connected to what above. On paper, theoretical saturation is
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considered reached when no new codes are emerging (Nascimento et al. 2018). In practice, if the coding
team didn’t approach coding with enough rigour, it could declare theoretical saturation without actually
reaching it.

Results from research on patient narratives are particularly vulnerable to ‘data torturing’. They make sense
when considered in their unity, complexity, and context; in order to build reflections on the entire movie,
rather than on a snapshot, hosting a DIPEx project in a research unit natively offering interdisciplinary
expertise (such as a biomedical ethics unit) is a good mitigation strategy.

Finally, results must be operationalized and integrated into patient care. This requires a certain
predisposition to integrate this evidence on the part of the healthcare system — which currently can depend
a lot on personal sensitivities and inclinations.

Conclusion

When compared to other current and emerging collections of patient narratives (e.g: social media
pages/groups), the approach we detailed offers significant advantages: conflict of interest is assessed and
avoided; data collection and analysis are rigorous and systematic; public-facing content is carefully curated,
and the whole process is supported by a lively research community.

A recent systematic review on risks and benefits of patient narratives concluded that ‘patient

narratives seem to be a promising means to support users in improving their understanding of certain
health conditions and possibly to provide emotional support and have an impact on behavioral changes’
(Drewniak et al. 2020). This approach goes beyond informing the development of evidence-based
PROMs and PREMs, decision aids, or trigger films. Our data structure is built with an eye to the future:
curated collections hosted on FAIR databases will provide a fundamental infrastructure for natural
language processing approaches to patient narratives, for the training of conversational Als, for medical
education, and for data sharing in the context of international studies.

Finally, this approach can help integrate the contributions of different disciplines sitting at

the interdisciplinary table of biomedical ethics — medicine, nursing studies, philosophy, sociology,
psychology, anthropology, and others —in the interest of a joint goal: patient-centred care. At the same
time, making patients’ stories publicly available endorses important cultural changes currently under way,
reducing knowledge and power asymmetries between healthcare practitioners and patients (and their
relatives), and fostering genuinely personalized healthcare by providing opportunities to listen to what
matters to patients.
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