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Summary of the PhD Thesis: Today’s predictive and preventive medicine provides
individuals with many opportunities to regulate and control their health through the early
detection of serious illnesses, patient-centred therapy or preventive measures. Nevertheless,
such technical innovations and the emphasis on risk also challenge individuals, professionals
and society in multiple ways, each of which opens space for the re-negotiation of moral,
cultural, practical and communication matters. A perspective embracing cultural matters in the
context of meaning making on risk and health is therefore essential, though it is still
underrepresented in the research landscape. To address this entanglement of values, meanings
and health issues in the context of risk and health literacy, an interdisciplinary and empirical
approach is needed. The current PhD thesis aims at contributing to this multitude of research
demands by providing foundation for the better understanding of the intertwining between the
symbols and meanings of risk and health, revealed through a symbiosis of socio-
anthropological and health sciences approaches.

The innovative core of this thesis addresses health literacy and risk in the field of
predictive and preventive medicine in a culture-sensitive way, both on the level of content and
methodology. Put into practice, this not only means understanding more about the effects of
culture on health literacy and risk prediction, but also raising cultural awareness in all phases
of the research process through the on-going reflection on culture as shared understandings,
values and practices in which risk and health literacy are embedded. Based on this, the leading
question of the work is: What makes a culture-sensitive approach to health literacy and risk in
predictive and preventive medicine?

The current thesis draws on conclusions of three included articles on health literacy in
the context of risk, providing an exemplary cross-section of the complex entanglement of (a)
risk types (e.g. genetic or mental), (b) their impacts on the body and mind, and (c) the role of
communication in the negotiation of meanings. Each of these articles derives from qualitative
empirical research among persons at risk of developing certain diseases (familial breast and
ovarian cancer, Alzheimer’s disease, psychosis, and cardiovascular disease). Inspired by the
call for more participatory (or collaborative) research in the field of health literacy and risk, the
study design of the project which the included contributions derive from is based on narrative
interviews (n=34). The analysis strategy was based on the theoretical framework of the
Reflexive Grounded Theory, and allowed for elaborating themes, concepts and meanings which
may have remained underrepresented in existing definitions and conceptual works.

Gaining more understanding for individuals’ explanatory models of risk and health in
the context of their lifeworlds adds additional layers of understanding risk in medicine which
need to be reflected on. That is why the conceptualisation and operationalisation of health
literacy in the context of risk both in research and in preventive and predictive practice may
benefit from a culture-sensitive approach which enables the process of risk negotiation or the
balancing of mismatching agendas. Approaching risk counselling as an intercultural encounter
may increase awareness of the different cultural significances of risk and the narratives which
define them, and may improve communication skills. Furthermore, sharpening sensitivity for
the various cultural meanings of risk in health also contributes to increased critical health
literacy as well as to a broader critical approach in terms of the distribution of power and blame.

With respect to future research on health literacy and risk addressing culture in a
narrower sense (in terms of nationality, ethnicity, or migration background), this thesis also
invites for a renegotiation of concepts of vulnerability, and offers practice-oriented
recommendations for approaching these concepts in diversity-sensitive contexts. Regarding
implications for practice, this thesis contributes to existing research both in providing concrete
insights which may be integrated into counselling practice and risk communication, as well as
a framework (for professional trainers and educators) for the development of educational units
in the field of vocational training and personnel development.



Zusammenfassung der Dissertation: Die moderne pradiktive und priventive Medizin
eroffnet fiir Thre Patient:innen eine gro3e Bandbreite an Moglichkeiten, die eigene Gesundheit
zu beobachten und zu kontrollieren: mithilfe der Fritherkennung schwerer Erkrankungen,
patient:innen-zentrierter Therapie oder préventiver MaBnahmen. Nichtsdestotrotz bringen
solche technischen Innovationen sowie ein verstirkter Fokus auf Risiko viele
Herausforderungen mit sich — fiir die betroffenen Personen, Professionelle im
Gesundheitswesen und die Gesellschaft im Ganzen — und erdffnen Réume fiir die
Neuverhandlung  moralischer,  kultureller, praxisbezogener und kommunikativer
Fragestellungen und Themen. Um diese Verflechtung von Werten, Bedeutungen und
Gesundheitsthemen im Kontext von Risiko und Gesundheitskompetenz zu adressieren, ist ein
interdisziplindrer und empirischer Zugang erforderlich. Ferner ist eine kultur-sensible
Perspektive (d.h. die Kultur als gemeinsame Verstdndnisse, Werte und Praktiken in Bezug auf
Risiko und Gesundheitskompetenz zu reflektieren) — bislang in der Forschungslandschaft noch
unterreprasentiert — essenziell. Diese Dissertation bietet eine mogliche Antwort auf diese
Forschungsanforderungen und offeriert Eckpfeiler fiir ein besseres Verstindnis flir die
Verflechtung von Symbolen und Bedeutungen von Risiko und Gesundheit: Diese
Uberlegungen werden mittels einer Symbiose aus sozial-anthropologischen und
gesundheitswissenschaftlichen Zugéngen dargelegt.

Der kultursensible Umgang mit Gesundheitskompetenz und Risiko im Bereich der
praventiven und pradiktiven Medizin — sowohl auf inhaltlicher als auch auf methodischer Ebene
— bildet den innovativen Kern dieser Arbeit. In der praktischen Umsetzung bedeutet dies nicht
nur eine Untersuchung der kulturellen Auswirkungen auf Gesundheitskompetenz und Risiko,
sondern auch eine Verankerung des kulturellen Bewusstseins in allen Phasen des
Forschungsprozesses. Daraut autbauend lautet die leitende Forschungsfrage der Arbeit: Was
macht einen kultursensiblen Umgang mit Gesundheitskompetenz und Risiko in der prddiktiven
und prdventiven Medizin aus?

Die vorliegende kumulative Dissertation basiert auf drei inkludierten Artikeln zur
Gesundheitskompetenz im Kontext Risiko, die einen exemplarischen Querschnitt durch diese
komplexe Verschrinkung von Risikotypen (z.B. genetisch oder psychisch), deren
Auswirkungen auf Korper und Geist und die Rolle der Kommunikation bei der Aushandlung
von Bedeutungen bieten. Grundlage fiir die drei unterschiedlichen Beitridge ist eine qualitative
empirische Studie unter Personen mit einem erhéhten Krankheitsrisiko in unterschiedlichen
Erkrankungsfeldern (familidrer Brust- und Eierstockkrebs, Alzheimer, Psychosen und koronare
Herzkrankheiten). Inspiriert von der Forderung nach mehr partizipativer (oder kollaborativer)
Forschung im Bereich der Gesundheitskompetenz und der Risikoforschung basiert das
Studiendesign des Projekts, aus dem die enthaltenen Beitrdge stammen, auf narrativen
Interviews (n=34). Die Analysestrategie wurde basierend auf dem theoretischen Rahmen der
reflexiven Grounded Theory entwickelt und ermoglichte die Herausarbeitung von Themen,
Konzepten und Deutungen, die in bestehenden Definitionen und konzeptionellen Arbeiten
bisher unterreprisentiert geblieben sind.

Ein besseres Verstindnis fiir die individuellen Erkldrungsmodelle von Risiko und
Gesundheit im Kontext verschiedener Lebenswelten fligt zusitzliche Ebenen der
Risikokompetenz in der Medizin hinzu, die es zu reflektieren gilt. Deshalb kann die
Konzeptualisierung und Operationalisierung von Gesundheitskompetenz im Risikokontext
sowohl in der Forschung als auch in der priventiven und pridiktiven Praxis in hohem Maf3e
von einem kultursensiblen Ansatz profitieren, der den Prozess der Risikoaushandlung oder des
Ausgleichs divergierender Agenden ermdoglicht. Die Anndherung an die Risikoberatung als
interkulturelle Begegnung kann das Bewusstsein fiir die unterschiedlichen kulturellen
Einbettungen von Risiko und die sie definierenden Narrative schirfen und die
Kommunikationsfdhigkeit verbessern. Dariiber hinaus trigt eine verbesserte Sensibilitét fiir die
verschiedenen kulturellen Einbettungen von Risiko in der Gesundheit auch zu einer erhohten



kritischen Gesundheitskompetenz sowie zu einem erweiterten und kritischen Zugriff in Bezug
auf Machtverhiltnisse und Schuldzuweisungen bei.

Im Hinblick auf kiinftige Forschungen zu Gesundheitskompetenz und Risiko, die Kultur
im engeren Sinne thematisieren (also im Sinne von Nationalitit, Ethnizitdt oder
Migrationshintergrund), lddt diese Arbeit auch dazu ein, die existierenden Konzepte von
Vulnerabilitit neu zu verhandeln. Sie bietet auf diese Weise praxisorientierte Empfehlungen
fiir den Umgang mit Risiko und Gesundheitskompetenz in verschiedenen diversititssensiblen
Kontexten.

Auf einer praxisorientierten Ebene liefert diese Arbeit konkrete Erkenntnisse, die
erfolgreich in die Beratungspraxis und die Risikokommunikation integriert werden kénnen. Sie
kreiert damit auch einen Rahmen fiir die Entwicklung von Bildungseinheiten im Bereich der
beruflichen Bildung und Personalentwicklung fiir professionelle Trainer:innen und
Dozent:innen der Erwachsenenbildung.
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1. INTRODUCTION

Today’s predictive and preventive medicine provides individuals with many opportunities
to regulate and control their health through the early detection of serious illnesses, patient-
centred therapy or preventive measures. Nevertheless, such technical innovations and the
emphasis on risk also challenge individuals, professionals and society in multiple ways, each
of which opens space for the re-negotiation of moral, cultural, practical and communication
matters. In the context of risk, these matters mark a pendulum swing in the search for a balance
between confidence and threat, control and uncertainty, competence and responsibility, abstract
data and everyday experiences. Such movements do not take place in a vacuum, but are marked
by social, cultural, and individual values (Lengwiler und Madardsz 2010). This is why it is
essential to call attention to the context of meaning making and knowledge production in the
field of risk.

In order to address the question of how these values, meanings and health issues are
intertwined in the context of risk and health literacy in predictive and preventive medicine, an
interdisciplinary and empirical approach is needed. The current PhD thesis aims at contributing
to this multitude of research demands, by providing a foundation for the better understanding
of the entanglement of symbols and meanings revealed through a symbiosis of socio-
anthropological and health sciences approaches. Furthermore, this work suggests a possible
path for transforming the theoretical interpretations into practice-oriented ideas in the field of

vocational training and personnel development.

1.1 TopPIC, BACKGROUND, AND CONTENT

The discussed pre-occupation with risk and uncertainty in modern societies (Beck 1992;
Brockling 2017) permeates the fields of medicine, technology and health, delivering
developments which mirror the moral concepts, social ideals and common values of a certain
shared culture. In the realm of medicine, this is particularly relevant for the field of predictive
and preventive medicine, which is characterised by constant innovations and is primarily future-
oriented. On the one hand the field mirrors the kind of values and morals which determine
technological and scientific progress (e.g., attitude towards health and disease, control over
uncertainty, early prevention over high risk of disease); on the other hand, this field also mirrors
the ways of transforming uncertainty into knowledge and communicating it to others (e.g., by

means of statistical calculations in the context of evidence-based medicine). The context in



which this transformation process is embedded and takes place is shaped by a certain culture®
- for predictive and preventive medicine, this is the culture of biomedicine. Such cultural
centrism (or dominance of one specific culture regarding the definition and interpretation of
health risks) calls for socio-anthropological reflections on the costs it may cause in medical
practice on a social level (e.g., distribution of blame for not responding to early prediction
offers, or exclusion of certain groups from predictive and preventive practices due to high
complexity of the health system or language barriers), and in everyday experiences on an
individual level (e.g., preoccupation with risk which may impact life-planning and well-being).
It is also worth asking if and how these costs can be reduced, while maximizing the benefit for
both affected individuals and professionals. Despite its economic connotation, this question
contains a strong moral dimension of how a predicted risk can be negotiated in the fields of
responsibility, access to healthcare, diversity and informed decision-making.

On a theoretical level, this complex interplay of values, meanings and interdependencies
can be approached by re-defining and re-operationalising concepts like health literacy, health
communication, patient-centeredness, and shared decision-making. In this way space can be
made for a socio-anthropological perspective on already more or less established definitions
and models in the field of health sciences. In order to give due attention to the cultural context
(in terms of shared understandings, values and practices and not solely equating with ethnicity
or nationality) in which these perspectives are embedded, a research approach for a non-culture-
centric examination is needed. Such an approach may be inspired and informed by the long-
standing tradition of cross-cultural research and its aspiration of avoiding ethno-centrism. Since
ethno-centrism is an attitude “deeply rooted in the human mind” and characteristic for most
societies (Bizumic 2018), it is essential to reflect on it at all stages of the research process. Even
though this attitude is mostly connected with ethnicity (Bizumic 2018), this thesis addresses
ethno-centrism as a group’s self-centred thinking in the context of health literacy and risk. Since
looking at culture as an extended term, cultural groups are here structured around specific
beliefs, values and language (such as the medical world and lay people, scientists and
practitioners, western and non-western societies, or minorities and majorities).

In the current research project, the notion of ethno-centrism needs to be reflected on in
the following two key dimensions:

(1) Due to the fact that the concepts of health literacy and risk have their

theoretical and academic anchoring primarily in western societies, they may be critically

A The term culture is used in its extended meaning, which includes medical culture, culture in terms of
nationality or ethnicity, lifeworld etc. The use of the term and the definition of the concept will be discussed in
detail in the next chapter 1.2 Terminology and concepts.



seen as per se ethno-centric, western-dominated constructs (Ingleby 2012). Employing
a culture-sensitive approach in the research on health literacy and risk means critically
reflecting on the notion of superiority in the context of ethno-centrism (Bizumic 2018)
and providing space for the negotiation of meanings, assumptions, beliefs and
convictions.

(2) The health literacy and risk research landscapes are dominated by
differentiated group-specific knowledge and beliefs, such as scientific definitions or
statistical models. Since this knowledge is produced and discussed in tight professional
circles it is also essential to reflect on this group-centred thinking and to integrate

diversity-awareness in all phases of the research process.

Sticking to this notion of ethnocentrism, it is fruitful to align the research design to the
following questions in the context of risk in predictive and preventive medicine: Can health
literacy and risk be understood as culture-sensitive concepts, or does their western- or medicine-
centric imprint potentially lead to a mismatch of agendas (between patients and doctors and
between western and non-western societies)? Do health literacy and risk enable and facilitate
access to the health system, or are they more concerned with a shifting of responsibility and
blame? How does health communication affect decision-making? Which culture-sensitive ways
of encouraging empowerment are possible?

The current project aims to illuminate the different dimensions of these questions. The
investigation is grounded in the three aforementioned articles on health literacy in the context
of risk, which provide an exemplary cross-section of this complex entanglement. As already
stated, each of these articles derives from qualitative empirical research among persons at risk

of developing certain diseases, and provides insights into the field of health literacy and risk:

Lorke, Mariya*; Harzheim, Laura*; Woopen, Christiane; Jiinger, Saskia (2020): Health Literacy as
Communicative Action-A Qualitative Study among Persons at Risk in the Context of Predictive and
Preventive Medicine. In: International journal of environmental research and public health 17 (5). DOI:
10.3390/ijerph17051718.

Lorke, Mariya*; Schwegler, Carolin*; Jiinger, Saskia (2021): Re-claiming the Power of Definition—The Value
of Reflexivity in Research on Mental Health at Risk. In: Maria Borcsa und Carla Willig (Eds.): Qualitative
Research Methods in Mental Health. Innovative and collaborative approaches. Cham: Springer, pp. 135-165.

Lorke, Mariya*; Harzheim, Laura; Rhiem, Kerstin; Woopen, Christiane; Jiinger, Saskia (2021): The ticking time-
bomb. Health literacy in the context of genetic risk prediction in familial breast-ovarian cancer. A qualitative
study. In: Qualitative Research in Medicine & Healthcare 5. DOI: 10.4081/qrmh.2021.9647.

In the current PhD thesis, the findings of these three articles condense into a list of insights

on health literacy and risk from a socio-anthropological point of view. They emphasise the role



of culture, and encourage more culture-sensitive research in this field. Furthermore, the insights
will be translated into a practice-oriented module-box which can be used by professionals in
the field of education for the development of workshops and vocational training for risk

communication, cultural awareness and person-centeredness.

1.2 TERMINOLOGY AND CONCEPTS

Due to the interdisciplinary character of the current PhD thesis and the multifaceted
concepts which structure both the research and the theoretical argumentation, it is essential to
provide a foundation for the definitional anchoring of the main terms and concepts. In the
following sections, the key pillars of reasoning at the centre of the included articles’ discussions
— on culture, health literacy, patient-centeredness and intercultural opening — will be briefly

summarised and related to each other.

Definition of culture

The word culture, as used in the title of this work, requires a definition. Though an
overwhelming number of definitions of culture exist in the humanities and social sciences, it is
neither possible nor useful to elaborate on each of them in this thesis. Rather, in order to look
at culture from different perspectives within the field of predictive and preventive medicine,
both a practical and a systems-oriented definition is needed. In 2014, The Lancet published a
work suggesting a broad view on culture in the context of the health system. This view defines
culture as “the shared, overt and covert understandings that constitute conventions and
practices, and the ideas, symbols, and concrete artefacts that sustain conventions and practices,
and make them meaningful.” (Napier et al. 2014). As such, the view provides the perfect
foundation for the stance adopted in this thesis.

In the specific context of the current thesis, culture refers to (1) a bottom-up (individual)
level, which concerns not only the cultural background of the patients (in terms of nationality,
ethnicity, language use, social, educational and economic background, etc.) but also the culture
of their doctors. The concept of culture also serves (2) the top-down (systemic and social)
dimension, referring to the culture of medicine as shared understandings. This understanding
of culture implies that each patient-doctor-encounter is a kind of intercultural encounter
(Kleinman 1978) which is embedded in a specific cultural context, i.e. that of medicine and
science. This dual understanding of culture allows me to refer to the term both when taking the

different emic® and the etic® perspectives.

B inner perspective: the self-understanding and self-attributions of the group about themselves.
€ outer perspective: the understanding and attributions which are projected to the group by outsiders.

10



Not only patients have culture

Since the complexity of healthcare is continuously expanding, while societies are becoming
increasingly diverse, culture is gaining importance as a factor which impacts doctor-patient-
communication, shared decision-making, health care and disease management. For the current
research, it is essential that culture should not be reduced to the concept of migration
background in the field of health research, since this implies that patients bring culture through
immigration into the health system without necessarily reflecting on the culture which already
exists in the medical environment. Neglecting culture in medicine would automatically lead to
poor quality of the health services (Napier et al. 2014), which is why it is essential to address
cultural awareness in health from the perspectives of the culture of the individuals, and that of

their doctors.

Culture and patient-centredness

With a view to the extended definition of culture in the context of this thesis, another
related concept in the field of medicine comes into play: patient centeredness. When there is
talk of incorporating patients’ lifeworlds (Schiitz und Luckmann 1979) into the consultation
practice, an immediate connection to patient-centeredness is made. Why then is it not enough
to employ this concept when researching health literacy and risk, instead of making use of such
a broad concept like culture? The following three dimensions reveal the most important facets
of the answer to this question:

(1) First and foremost, the concept of patient-centeredness does not sufficiently
encompass the culture of the doctors and the health system, and thus it may — in the context of
this research — misleadingly reinforce the notion that “only patients have culture” (Napier et al.
2014) and doctors not.

(2) Second, the concept of patient-centeredness is strongly connected to agency. There
are many different definitions of patient-centeredness in healthcare which have also been used
in connection with terms like patient participation and patient empowerment (Castro et al.
2016). In this context, health literacy may be seen as an enabler for patient-centeredness (Scholl
etal. 2014), and patient-centeredness seen as a precondition for achieving patient empowerment
(Castro et al. 2016). If in the context of the current research only the concept of patient-
centeredness were employed, a power imbalance may be reinforced, whereby the individual
health literacy of a patient may serve as an excuse for an organisation to withhold patient-
centred care and thus hinder patient empowerment.

(3) Third, many empirical studies on patient-centeredness indicate limitations
concerning their research design. These limitations originate in the predominance of conceptual

definitions from North America and Europe (Scholl et al. 2014). There is no sufficient evidence
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that patient-centeredness can be successfully applied in non-WEIRDP societies (Henrich et al.
2010). Employing the concept of culture seems to be more fruitful for the aims of this PhD

project.

Re-defining health literacy

The third aspect concerning the concept of patient-centeredness mentioned above also
invites for a reflection on existing conceptualisations of health literacy, and for a short detour
explaining the use of the term in this work. The statements made about health literacy in this
thesis are oriented towards a broad definition which, on the one hand, relies on the integrated
model of Serensen et al. (2015) and, on the other hand, opens up space for the perspectives of
individuals; this combination attempts to connect theoretical considerations to everyday
experiences. This thesis does not intend to measure or quantify the level of health literacy in
the context of risk; it rather aims at illuminating different dimensions of the concept using a
qualitative empirical approach. Since in this research field there is a close relationship between
system and individual, the power of (mismatching) definitions on risk, health and disease is
challenged, and the need for more participatory research is confirmed.

Considering healthcare in highly diverse societies, the intertwining between system and
individual also engages the concept of the intercultural opening (Schroer 2007) of a health
organisation on a systemic level. Of note, Rosenbrock (2016) relates the concept to health
literacy, describing them as “two ways to the same goal”. The same assumption underlies the
recommendations of the National Action Plan on Health Literacy, which suggests bringing
organizational health literacy and intercultural opening together and implementing them on a
broad scale (Schaeffer et al. 2018). In the same vein, this thesis proposes an integrated approach,
increasing cultural awareness among professionals, supporting culture-sensitive
communication about risk, and thereby contributing to health-competent organisations. The
field of risk in predictive and preventive medicine may serve as a test field for operationalising
such an encompassing approach, and may contribute to reducing complexity of future
conceptualisation and evaluation processes of similar interventions.

The complex entanglement of the concepts which build the theoretical background of this
thesis also reveals their hegemonic power in the different disciplines. This power also discloses
one central critical point of such interdisciplinary undertakings situated between theory,
practice, and politics (especially when related to minorities) — the power of interpretation. This
doctoral project does not aim at examining in detail all these huge and often controversial

concepts and notions but rather to outline the reasoning scheme according to which the concepts

D Western, Educated, Industrialized, Rich, and Democratic (WEIRD) societies
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may be illuminated and related to each other and thereby reflecting on the impact of
interpretation. This reflexive approach is particularly taken into account in this thesis through
the perspective of those being studied. Similarly to Lorig et al. (2012), who suggests that “if a
service is to be patient centered, then both the health care system and the patient have to be
involved in determining what this means. Each has its own view of meaning, and patient
centered care will never be achieved if patients are not part of the solution” (p. 524). The current
research on health literacy and risk emphasises the individuals’ active role in the process of
meaning making, regarding both risk and health literacy as illuminated in a specific system-

context.

1.3 STATE OF RESEARCH

An isolated look at the concepts and ideas mentioned above may justify the question of
what is actually new, and what may be merely “old wine in new bottles” (Tones 2002) in this
thesis. Both the long-lasting and deeply ingrained tradition of research on risk in social
anthropology, and the increased research interest in health literacy and health communication
during the last decades, challenge the theoretical anchoring of the topic in a rich,
multidisciplinary research landscape. In line with Hoydis’ (2021) argument (who sees risk as a
boundary object employed differently in the various research disciplines), the current research
on health literacy and risk (in their respective cultural embeddings) may be seen as a cluster of
boundary objects in an interdisciplinary field. A detailed description of the state of research is
provided in the respective publications incorporated in the current thesis. In the following, only
those fields will be outlined which help to illuminate the innovative value of this work and to
provide anchor points in this interdisciplinary research area.

The concept of risk in the tradition of anthropological research finds significance as a
concept strongly related fo and done by culture. It starts with (1) classical anthropological
research into how various societies interpret, value and live risk (Evans-Pritchard 1988; Lévi-
Strauss und Heintz 1955; Malinowski 1999); moves through (2) theoretical, interpretative and
analytical works which provide categories for intercultural comparison as well as frameworks
for defining the relation between risk and culture (Boholm 2003; Douglas 2002; Durkheim
1915), and arrives at (3) the present studies that examine, for example, concrete risk
understandings in medicine-dominated environments (Heibges 2019; Konrad 2003; Polzer
2010; Samerski 2011; Samerski und Henkel 2015).

In the field of health communication, the concept of health risk is often explored from
a perspective concerned with accuracy. A whole strand in communication and literacy science

focuses on the ways individuals interpret risk statistics and on the prevention of potential
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deficits through improved written and verbal risk communication, education or training. The
vast majority of these works emphasises the correct in terms of risk literacy (Wacker et al.
2020; Lein und Jenny 2020; Petrova et al. 2019; Hinneburg und Ellermann 2020; Jenny et al.
2018), i.e. accurate mathematical and statistical understanding and comprehension of the risk
scores. The current work is grounded on the assumption that correct mathematical
comprehension does not automatically lead to more competent decision-making on prevention,
and aims at illuminating the interplay of other factors which enable decisions on risk, and relates
them to the broader context of meaning making in terms of risk and health.

While my thesis builds on the traditional anthropological approaches in research on risk,
it also innovatively links risk to health literacy (as a set of individual abilities and attitudes,
coping strategies and decision- making in health), which is a step beyond the concept of risk
literate decision-making solely based on accurate understanding.

As with risk literacy, the tendency to quantify and measure the literate and non-literate
ways of dealing with health can be also observed with respect to the concept of health literacy
which has received increasing attention during the last decades. Health literacy is defined as a
set of abilities which individuals need in order to navigate successfully through the health
system and manage their health or disease (Serensen et al. 2012). A great number of studies
aim at quantifying these abilities, offering different ways to measure them on a functional level
using questionnaires based on self-assessment in relation to the handling of health information
(Schaeffer et al. 2016), or performance-based measures®. However, a gold standard for
assessing health literacy currently does not exist (Kiechle et al. 2015). Nevertheless, these
different facets, measured by the instruments mentioned above, also point to the different sub-
concepts which increasingly get attention in research and practice: (1) looking at health literacy
beyond the notion of accuracy and correct interpretation of health information in terms of
critical health literacy (Chinn 2011); (2) addressing health literacy by paying attention to the
organisational dimension of the concept (Farmanova et al. 2018); (3) opening up space for
freely retrievable health information in terms of digital health literacy (Huhta et al. 2018;
Tennant et al. 2015); (4) investigating health literacy among specific groups (Aldin et al. 2019;
Broder et al. 2017) or (5) in the context of specific conditions (Kilfoyle et al. 2016; Magnani et
al. 2018; Okan et al. 2020; Palumbo 2015).

Apart from the thematic layer briefly summarised above, three different groups of

research on health literacy may be roughly defined on a methodological level: (1) quantitative

Ee.g. Short Test of Functional Health Literacy in Adults [S-TOFHLA] ((Parker et al. 1995)), the Rapid Estimate
of Adult Literacy in Medicine [REALM] ((Davis et al. 1993)), and the Schwartz and Woloshin numeracy
questions ((Woloshin et al. 2001));
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studies, which are concerned with defining, measuring and quantifying a certain set of abilities
in single individuals or whole populations (Rikard et al. 2016; Schaefter et al. 2016; Serensen
etal. 2015; Svendsen et al. 2020); (2) qualitative studies exploring the concept of health literacy
and its determinants from the perspective of those being studied, based on lived experiences in
the context of certain health issues (Bollars et al. 2019; Parisod et al. 2016; Wolf et al. 2005),
specific groups (Fiedler et al. 2019) or generally while dealing with health information (Jordan
et al. 2010; Matas und Bronstein 2018); and (3) literature reviews as well as studies focusing
on theory development (Chinn 2011; Nutbeam 2008; Nutbeam et al. 2018; Serensen et al.
2015). Although the number of qualitative or mixed-methods studies has increased in the last
ten years, quantitative and primarily deductive studies dominate the research field. The novelty
of the current thesis, therefore, is its emphasis on health literacy and risk in its interactional
dimension, i.e. its grounding in qualitative data which takes the perspective of those being
studied.

The innovative character of this thesis also lies in the aspiration to address health literacy
and risk in the field of preventive and predictive medicine in a culture-sensitive way, both on
thematic- and on methodological levels. To illuminate what this looks like in practice, an
example from the research of Rowlands et al. (2017) will be used. The authors offer a model of
health literacy as a “journey of health” based on “lived experiences”. In contrast to other models
(Nutbeam 2008; Paasche-Orlow und Wolf 2007; Serensen et al. 2012), theirs has its starting
point within the categories “ethnicity/culture” and “family health history”. These two categories
also mirror the cultural sensitivity employed in the current thesis, which takes (1) a top-down
culture-sensitive perspective on the concept of health literacy in which culture is the embedding
factor for analysis, and (2) a bottom-up perspective rooted in individuals’ lived experiences.
Such culture-encompassing approaches are scarce in the research field.

While health literacy and health risk (and their prediction and prevention) are widely
seen as inseparable within the health system, critical discussion on the dominance of one culture
over another in the process of meaning making is still underrepresented. Similarly, research in
the context of health literacy and risk from a cultural perspective is rare. Those works which
do address aspects related to culture may be roughly grouped in four different categories:

(1) studies which concentrate on health literacy or understanding of risk among people
with so called migration background (Adam und Carol 2020; Aldin et al. 2019). The notion of
culture here is related to ethnicity or/and nationality. Researchers found that ‘insufficient’
health literacy among this population may affect or be affected by diverging values regarding

health, poor proficiency of the local language (Binder et al. 2012), missing system-relevant
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knowledge (Hughson et al. 2018), or social status (Chang 2019). As such this extremely
heterogeneous group is often labelled as vulnerable (Messer et al. 2015);

(2) research which concentrates on the culture-specific understandings on health and
risk and on the development of culture-specific communication strategies, which aim at
addressing health topics in a culturally responsive way (Bollars et al. 2019; Koduah et al. 2019;
Rheault et al. 2019). These approaches offer ground for intercultural research and invite
reflection on objectivity, subjectivity and culture on an abstract level. Due to the high
complexity of the field and the immense diversity of identities, lifeworlds and experiences, the
applicability of culture-specific solutions remains selective and highly limited;

(3) studies with a more implicit relation to culture and which encompass works from the
field of patient-centred communication and care, or a certain medical culture or the culture of
health (Barton et al. 2018);

(4) studies which emphasise the notion of diversity in health care (Hayes et al. 2020).

This PhD thesis offers a culture-sensitive approach on all levels of research from the
definition of the research questions, through the methods of research to the practical
implications. It takes a culture-encompassing — instead of culture-specific — approach to health
literacy and risk in the field of predictive and preventive medicine. Thus, culture is not
considered as an object of research, but more as a research instrument and a framework of
analysis. This socio-anthropological approach towards health literacy and risk in predictive and
preventive medicine represents an innovation in itself, which, according to the best of my

knowledge, has not yet been pursued.

1.4 RESEARCH QUESTIONS

A topic situated at the crossroads of so many different theoretical and practical disciplines,
demands research questions that address matters which are both specific and general, moral and
practical, and subjective and objective, and which take the perspectives of individuals as experts
on their own health risks. The main research question What makes a culture-sensitive approach
to health literacy and risk in predictive and preventive medicine? encompasses different facets
of both theory generation and practical implications in the fields of diversity, health
communication and values related to health risk and responsibility, and will be operationalised
throughout the following paragraphs with reference to the respective included articles.

The current thesis builds on three contributions which address exemplarily specific sub-
questions and aims at generating additional findings through an intersectional analysis. The

project takes into consideration (1) the relevance of patients’ risk perceptions for their health-
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related behaviour, (2) the ways of communicating these explanatory models of risk, and (3) the
cultural framework of professional knowledge on risk embedded in the health system.

The first included article (Lorke et al. 2020) answers the questions: How can a culture of
risk among persons at risk be described? Does it diverge from the culture in biomedicine? If
yes, in which way? Furthermore, the article illuminates the concepts of health literacy and risk
from a bottom-up perspective, emphasising the role of patient-doctor communication in
empowering health literacy.

The second article (Lorke et al. 2021b) deepens the previous question and looks at the way
this culture can be specified and described when the concept of risk concerns the individual’s
mind and mental health. The contribution emphasises the notion of vulnerability, and addresses
the definitional spaces between scientific risk understanding and individuals’ meaning making
concerning risk in the context of mental health. It also elaborates on methodological
considerations concerning the process of designing and doing research in the context of risk
and mental health. This perspective also encompasses culture on different levels: the culture
and ethics of research, the medical culture of risk, and the culture of narrating risk.

The third article (Lorke et al. 2021a) looks at risk from a bodily perspective — in terms
of genetic risk. The article examines risk as closely connected to the body and emphasises the
fluid border between the understanding of genetic risk and the disease hidden in the body. It
also addresses the definitional spaces between scientific risk understanding and individuals’
meaning making of risk, by drawing on narratives of lived experiences and family history. The
conclusions in this paper refer to the concept of critical health literacy.

The current thesis sets out to provide insights on how knowledge about risk cultures can be
applied to improve both (1) individual and organisational health literacy in the context of risk,
and (2) health care provision (in the field of predictive and preventive medicine) in highly

diverse societies.

1.5 METHODOLOGICAL APPROACHES

Inspired by the call for more participatory (or collaborative) research in health literacy and
risk, the study design of this project is based on an explorative inquiry using narrative
interviews, and incorporates an interdisciplinary approach (social anthropology and health
sciences). The analysis strategy was developed based on the theoretical framework of Reflexive
Grounded Theory (Breuer et al. 2017) and allowed for elaborating themes, concepts and
meanings which may have remained underrepresented in existing definitions and conceptual
works. Such an inductive approach enriches the research field and opens it up for further

disciplines — particularly for social- and cultural anthropology. The different methodological
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steps of data collection and analysis are described and evaluated in the included contributions

and will therefore not be repeated in this chapter.

2. SUMMARY OF FINDINGS AND INTERSECTIONS

In the following sections the content of the included articles and the individual contribution
of the PhD candidate will be outlined, and the analysis of the articles’ findings will be
illuminated. The thematic and methodological intersection between the included articles will
be clearly arranged (Table 2) and the theoretical considerations behind the article selections

will be explained.

2.1 KEY DATA OF THE INCLUDED ARTICLES AND AUTHOR CONTRIBUTIONS

The current thesis is based on three contributions originating from the project RisKomp*.
In this chapter the key data and publication status of the contributions will be outlined and the
authors’ contributions will be illuminated. Furthermore, a detailed description of the individual

contribution of the PhD candidate to each of the included articles will be provided.

Table 1: Key data and publication status of the contributions of the cumulative dissertation

Key data Status

Contribution 1 Lorke, Mariya*; Harzheim, Laura*; Woopen, Christiane; Jiinger, published in 2020
Saskia (2020): Health Literacy as Communicative Action - A
Qualitative Study among Persons at Risk in the Context of
Predictive and Preventive Medicine. In: International Journal of
Environmental Research and Public Health 17 (5). DOI:
10.3390/ijerph17051718.

Contribution 2 Lorke, Mariya*; Schwegler, Carolin*; Jiinger, Saskia (2021): Re- published in 2021
claiming the Power of Definition - The Value of Reflexivity in
Research on Mental Health at Risk. In: Maria Borcsa und Carla
Willig (Eds.): Qualitative Research Methods in Mental Health.
Innovative and collaborative approaches. Cham: Springer, pp.
135-165.

Contribution 3 Lorke, Mariya*; Harzheim, Laura; Rhiem, Kerstin; Woopen, accepted
Christiane; Jiinger, Saskia (2021): The Ticking Time-Bomb.
Health Literacy in the Context of Genetic Risk Prediction in
Familial Breast-Ovarian Cancer. A qualitative study. In:
Qualitative Research in Medicine & Healthcare 5. DOI:
10.4081/qrmh.2021.9647.

F Health Literacy of Persons at Risk — From Information to Action (RisKomp) 01/2016-12/2020

Cologne Center for Ethics, Rights, Economics, and Socials Sciences of Health (ceres), Universitit zu Koln
URL: https://ceres.uni-koeln.de/en/research/projects/riskomp

Funding institution: Robert Bosch Stiftung (Funding number: 11.5.A402.0002.0)
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Table 2 summarises the authors’ contributions to the research and writing of the three

contributions.

Table 2: Author contributions (in alphabetical order):

Contribution 1

Contribution 2

Contribution 3

Conceptualization L.H.,, M.L., S.J. M.L., C.S., S.J. M.L.

Formal analysis LH., M.L, S.J. M.L., CS.,S.J. M.L.

Funding acquisition C.W. C.W.
Investigation LH., M.L., S.J. M.L., C.S.,SJ. LH., M.L,, S.J.
Methodology L.H., M.L., S.J. M.L., C.S., S.J. LH., M.L., S.J.
Project administration C.W. C.W.
Supervision S.J. S.J. S.J.

Validation LH., M.L., S.J. M.L., C.S., SJ. LH., M.L,, S.J.
Visualization L.H., M.L. M.L., C.S., S.J. M.L.

Writing -original draft L.H., M.L. M.L., C.S., S.J. M.L.

Writing -review and editing C.W., S.I. S.J. K.R.,CW., S.J.

The following table (Table 3) details the individual contribution of the PhD candidate.

Table 3: Individual contribution

1 Lorke, Mariya*; Harzheim, Laura*;
Woopen, Christiane; Jinger, Saskia

(2020): Health Literacy as
Communicative Action-A

Qualitative Study among Persons at

Risk in the Context of Predictive
and Preventive Medicine. In:
International Journal of

Environmental Research and Public

Health 17 (5). DO
10.3390/ijerph17051718.

The research design of the project underlying this article includes
four different clinical fields. In order to manage the large amount
of qualitative data, my colleague L.H. and I shared the
responsibility of conceptualising data collection and analysis,
developing the methodological framework, organising the
recruitment process, and conducting the interviews. S.J.
supported and supervised our activities and was involved in all
research phases. In the process of data analysis, I was primarily
responsible for the data in the fields of familial breast and ovarian
cancer and psychosis, while L.H. focused on Alzheimer’s disease
and coronary heart disease. L.H. and I conceptualized the design
of the article, developed the theoretical model grounded in the
findings, and wrote the original draft. My individual intellectual
contribution was the idea to conceptualise health literacy as
communicative action and to refer to the corresponding
Habermasian theoretical framework. C.W. and S.J. lent their
expertise to editing the draft. L.H. and I prepared the manuscript,
including visualisations, for publication and were responsible for
the communication with the journal.
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2 Lorke, Mariya*; Schwegler, Carolin*;

Jinger, Saskia (2021): Re-claiming
the Power of Definition - The Value
of Reflexivity in Research on
Mental Health at Risk. In: Maria
Borcsa und Carla Willig (Eds.):
Qualitative Research Methods in
Mental Health. Innovative and
collaborative approaches. Cham:
Springer, pp. 135-165.

Lorke, Mariya*; Harzheim, Laura;
Rhiem, Kerstin; Woopen, Christiane;
Jinger, Saskia (2021): The ticking
time-bomb. Health Literacy in the
Context of Genetic Risk Prediction
in Familial Breast-Ovarian Cancer.
A qQualitative Study. In: Qualitative

This article is based on two different projects. It originated from
a collaborative conference panel and emphasises the process of
doing qualitative research on risk in mental health. All authors
were involved in the conceptualisation, analysis, investigation,
methodology, validation, visualisation and writing of the article,
and assumed responsibility for three different approaches: 1 was
responsible for the development of the ethnological approach,
C.S. for the linguistic one and S.J. for the sociology of knowledge
perspective. The article is based on empirical data from two
projects; it was my responsibility to generate and discuss the
findings in the field of psychosis.

Based on the data collected by means of the methodology
developed in collaboration with S.J. and L.H. at the beginning of
the project, it was my responsibility to conceptualise the article,
analyse and discuss the empirical data, write the original draft,
develop its visualization, and prepare the manuscript for
publication. L.H. and S.J. supported the process in validating the
data; together with C.W. and K.R. they reviewed and edited the

Research in Medicine & Healthcare
5. DOI: 10.4081/qrmh.2021.9647.

manuscript.

Further relevant publications:

Harzheim, L.* & Lorke, M.*, Jiinger, S. (2021), Potenziale unterschiedlicher qualitativer
Forschungszuginge fiir den Erkenntnisgewinn in der Gesundheitskompetenz-
Forschung. In: Okan O. & Rathmann K. (Hrg.) Gesundheitskompetenz. Springer
Reference Medizin & Pflege — Therapie — Gesundheit (submitted)

Harzheim, L.*, Lorke, M., Rostamzadeh, A., Jessen, F., Woopen, C., Jiinger, S.: (2021):
Health Literacy in Persons at Risk for Alzheimer’s Disease — a Qualitative Research on
Patient’s Perceptions in the Context of Predictive Medicine. Qualitative Research in
Medicine and Healthcare (submission planned 10/2021)

2.2 RESEARCH SCOPE OF THE CUMULATIVE THESIS

In the following section the reasons for selecting the three contributions will be illuminated,
and the structure of and research process behind this thesis will be outlined.

As a first step, the contributions were selected according to the following criteria: (1)
illuminating different types of risk — genetic risk of familial breast-ovarian cancer (Lorke et al.
2021a) and risk of developing psychosis (Lorke et al. 2021b). The selection also mirrors aspects
of both physical and mental health, offering two perspectives on health risk based on the notion
of body-mind dualism; (2) exploring the research approach to risk both on a methodological
(Lorke et al. 2021b) and content level (Lorke et al. 2020); (3) encompassing the perspectives
of'individuals at risk (Lorke et al. 2021a; Lorke et al. 2020; Lorke et al. 2021b) and researchers
in the field of health at risk (Lorke et al. 2021b). The binding elements between the articles are
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those which are relevant for a culture-sensitive approach towards health literacy in the context
of risk — the process of meaning making on risk, and its critical assessment based on reflections
on communication and risk-knowledge both in the context of the health system and individuals’
everyday life and experiences. Table 4 summarises this field of thematic and methodological

intersections.

Table 4: Thematic and methodological intersections

Research This research project addresses the complex interrelation between health risk and health literacy,
question taking into consideration (1) the relevance of patients’ risk perceptions for their health-related
behaviour, (2) the ways of communicating these explanatory models of risk, and (3) the cultural
framework of professional knowledge on risk embedded in the health system.
Research Health Literacy as Re-Claiming the Power of “The Ticking Time-Bomb”.
article Communicative Action - A Definition - The Value of Health Literacy in the Context of
Qualitative Study among Reflexivity in Research on Genetic Risk Prediction in
Persons at Risk in the Mental Health at Risk. Familial Breast and Ovarian
Context of Predictive and Cancer — a Qualitative Study.
Preventive Medicine.
Topic and Different perspectives on risk Addressing definitional spaces Addressing definitional spaces
perspectives and the way they are related between scientific risk between scientific risk
to health literacy understanding and individuals’ understanding and individuals’
meaning-making of risk in the meaning-making of risk in the
context of mental health context of genetic testing
Health literacy in the context
of risk as communicative The notion of vulnerability The concept of critical health
action — strategic literacy
communication and critical
health literacy
Specific How can a culture of risk How can this culture be How can this culture be specified
sub- among persons at risk be specified when the concept of when the concept of risk concerns
. described? Does it diverge risk concerns the mind and the body in terms of genetic risk?
questions from the culture in mental health?
biomedicine and if yes, in
which way?
Communication Mind-body dualism
Focus of [luminating the concepts of Risk perceptions, meaning Risk perceptions, identity, stress
analysis health literacy and risk from a making and vulnerability in the and responsibility in the case of
bottom-up perspective context of risk prediction in genetic risk prediction; coping
mental health strategies
Practical Cornerstones for the Checklists for doing research Cornerstones for the development
implications development of tools on risk in the field of mental of tools for promoting health

supporting health risk
communication

health

literacy in the field of genetic
testing (communication and shared
decision making)

As a second step, a content analysis of the findings- and discussion-sections of the included

articles was carried out in order to identify overarching insights. These were further developed

and analysed using existing literature and theoretical frameworks, yielding recommendations

for their practical implication in the field of health communication and for future research.

As a third step, these insights and recommendations were transformed into learning

objectives for health professionals in the field of predictive and preventive medicine, which
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may be one step on the way to building a culture-sensitive organisation. These learning
objectives were then related to the empirical data, and possible methods of achieving them in a
specific educational or training situation were offered. The main outcome of this process is a
module-box for professional trainers and educators which may be used for the development of

learning units in the field of risk and health communication.

2.3 MAIN FINDINGS OF THE INCLUDED ARTICLES

The main findings of all three articles will now be briefly synthesised, with a focus on the
aspects which pertain to the respective research question of this thesis. A short overview of the

methods and materials, as well as the main conclusions, will be also provided.

2.3.1 THE CULTURE OF RISK: HEALTH LITERACY AS COMMUNICATIVE ACTION

Article 1: Lorke, Mariya*; Harzheim, Laura*; Woopen, Christiane; Jiinger, Saskia (2020): Health Literacy as
Communicative Action-A Qualitative Study among Persons at Risk in the Context of Predictive and
Preventive Medicine. In: International Journal of Environmental Research and Public Health 17 (5). DOLI:
10.3390/ijerph17051718.

The first article addresses the understandings of risk among individuals at risk of
developing certain diseases. The contribution examines the meanings of risk, the definitional
space between ‘healthy’ and ‘ill” and the process of health-related decision-making. The article
accentuates the diverging meanings of risk and their importance in the context of biomedicine
and in individuals’ everyday lives and experiences. The leading question of the contribution is:
How do the condition of ‘being at risk’ and individual health literacy interrelate?

The study design employs a bottom-up ethnographic and health sciences perspective on
health literacy (critical health literacy understood as the ability to appraise the credibility of the
risk information, assess its applicability for the individual situation, and challenge its meaning
in the context of the individual lifeworld). The contribution draws on empirical qualitative data,
collected using narrative interviews with 34 persons at risk in four clinical fields (familial breast
and ovarian cancer, Alzheimer disease, coronary heart disease and psychosis). The inclusion
and exclusion criteria were defined in collaboration with colleagues from the University
hospital of Cologne. The researcher team (LH, SJ and ML) organised the interviews, and
collected and analysed the data. The data collection took place in the period between 04/2018
and 09/2019. The recordings of the interviews were transcribed and analysed.

The findings in this article are embedded within theoretical approaches dealing with
power relations and communication in healthcare encounters. They demonstrate the great
importance of interaction in the context of health literacy and risk and emphasise the role of the

communication process between doctors and advice seekers. When interpreted within
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Habermas’ theory of communicative action (Habermas 1981), the findings reveal the necessity
of sufficient understanding between the culture of risk in biomedicine and in patients’ lifeworld.

In the context of the overarching research question of this thesis, this article provides
encouraging ground for perceiving health literacy in the context of risk as an intercultural
interaction, in which adequate and non-hierarchical communication on risk is inevitable for the
process of decision-making. Promoting critical health literacy in the context of risk is a means
of increasing awareness of the role of strategic communication in risk counselling. As far as
implications for practice are concerned, this article provides cornerstones for the development
of tools which may support communication between doctors and patients, and so improve health

literacy both in its organisational and personal dimension.
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Abstract: Predictive and preventive medicine play an increasingly important role in public debates
on health, providing cutting-edge technologies with the potential to measure and predict individual
risks of getting ill. This leads to an ever-expanding definitional space between being “healthy” and
being “ill”, challenging the individual’s everyday life, attitudes and perceptions towards the self and
the process of health-related decision-making. “How do the condition of ‘being at risk’” and individual
health literacy interrelate?” is the leading question of the current contribution. Drawing on empirical
qualitative data, collected by means of narrative interviews with persons at risk in four clinical fields,
a bottom-up ethnographic and health sciences perspective on health literacy (with an emphasis on
critical health literacy) is employed. The findings will be embedded within theoretical approaches
dealing with power relations and communication in healthcare encounters, particularly Habermas’
theory of communicative action. The core outcome of our study is a concept for an overarching model
of health literacy in the context of health-related risk prediction across indications, based on empirical
insights gained through interpretative analysis of the four clinical domains.

Keywords: health literacy; persons at risk; ethnographic approach; health sciences; qualitative
research; perceptions of health and disease; critical health literacy; shared decision making;
communicative action

1. Introduction

Being confronted with a health risk entails the solicitation to deal with risk-related information.
When conducting research on the phenomenon of being at risk, it is therefore important to consider the
evolving possibilities of predictive and preventive medicine, and their effects on individual needs with
respect to information and support in decision-making processes. Communication between health
care professionals and persons at risk is an essential element in this course. In the following, we wish
to briefly introduce the meaning of the notion of ‘being at risk’, the role of health literacy, and the
relevance of interpersonal communication in the setting of predictive medicine.

1.1. Being at Risk

Technical innovations in the field of predictive and preventive medicine allow for early detection
of individual risk factors concerning a constantly increasing number of diseases. This presents health
professionals, patients and their relatives with new manifold challenges. From a patient’s perspective,
to be confronted with a (suspected) increased risk of developing a certain illness does not only mean
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to correctly understand and appraise the medical ‘objective’ risk prognosis, but also to manage the
emotional confrontation with the new, identity-relevant role of being a “person at risk”. While the
predicted event lies in the future and may not cause any current strain or suffering, individuals need to
make choices and/or take action in the present, with immediate effect and sometimes serious intrusion
upon their everyday life and quality of life. This condition and its medical, psychological and social
consequences place special demands on individual health literacy (HL). Risk and health information
need to be managed by the individual, transferred into the process of (shared) decision-making
(SDM) in order to interact effectively with physicians, and integrated into one’s subjective everyday
life. The focus of this contribution is therefore at the interface between health risk, health literacy,
and communication.

1.2. Health Literacy

Today’s health-society [1] promotes an ideal image of self-effective, proactive patients who are
able to make informed decisions successfully managing their own health and/or disease. The concept
of health literacy (HL) has become a benchmark for doing health research for people and with people in
the aspiration of a healthier society. According to the integrated definition developed by the European
Health Literacy Consortium [2,3], “Health literacy is linked to literacy and entails people’s knowledge,
motivation and competences to access, understand, appraise and apply health information in order
to make judgements and take decisions in everyday life concerning health care, disease prevention
and health promotion to maintain or improve quality of life during the life course” [2] (p. 3), [4] (p. 4).
Based on this definition, risk related HL can be considered as the ability to access and understand
information on risk factors for health, derive their meaning, interpret and evaluate this information
and to make informed decisions with regards to risk factors for health [2].

Despite the ubiquitous presence of HL, there is a fundamental lack of consensus about the definition,
the conceptualisation, and the scope of the term [5]. For the purpose of this contribution, we are
drawing on a more comprehensive, resource-oriented approach [6]; following Samerski, we conceive
of HL as a situational, multidimensional, and dynamic process, including a variety of sources and
forms of knowledge, which is co-produced in social relations [7]. In this light, HL can be considered
as being closely interwoven with processes of shared decision making (SDM) concerning medical
interventions. For example, Smith et al. [8] found that people with higher health competence perceived
decision-making as a joint negotiation process, which they could actively shape, while persons with
lower levels of HL appeared to engage in the decision-making process less autonomously; rather than
actively participating, they were more likely to accept the doctor’s recommendation. At the same
time, subjective HL and the involvement in SDM process have a positive impact on the satisfaction
with medical care, the compliance and the success of medical interventions [9]. HL therefore plays
an essential role in the extent to which people are involved in decisions about medical interventions
and thus how satisfied they are with medical treatment. There is hence a widespread demand of
promoting HL in terms of involving patients more actively in decision-making in the context of medical
consultations [8-12].

1.3. The Value of Communication

As much as patients are facing challenges of navigating through complex information upon
anticipated health conditions, risks and chances of predictive diagnosis and disease prevention,
healthcare professionals are expected to provide them with full and comprehensive information about
individual disease risks and preventive options, ensuring an environment where there is enough time,
communication and empathy to mutually find individual-sensitive solutions. There is a shift in medical
consultation models from the traditional, paternalistic patient-physician-relationship, where doctors
make recommendations and patients give their consent, towards the model of SDM, meaning the
exchange of information and preferences about diagnostic and therapeutic procedures between patient
and physician [13]. There is also an ethical claim towards healthcare professionals with respect to
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risk-adjusted patient-information and preventive decisions: While every medical intervention is per se
an act of bodily harm and only legal when informed consent is given by the patient, interventions in
(still) healthy persons for the sake of pre-clinical measures and preventive treatment require special
accuracy and comprehensibility of information provided by the physician [14]. Ishikawa & Kiuchi [15]
almost ten years ago noted with respect to the role of HL in health communication that the concept of
HL should be examined not only as an individual set of skills but also “in terms of the interactional
processes between individuals and their health and social environment” [15] (p. 1). We believe that by
now this approach remained highly underrepresented in the research on HL and are convinced that it
may be crucial not only to better understand the interrelation between individual and organisational
HL [16] (especially in context of risk), but also for the development of tools, instruments and
interventions which can lead to an improved HL on an individual and a social level. In consequence,
when striving for a bottom-up approach! to HL in “persons at risk”, attention needs to be directed to the
communicative character of the concept, situating it within the theoretical framework of SDM and health
communication. Our approach is informed by a perspective on the interactional dynamics and the
power relations that are shaping a communication process and its outcomes. In particular, Habermas’
theory of communicative action is considered as fruitful for understanding how HL is co-constructed
in healthcare settings, and as a framework for encouraging critical health literacy. This theory
proposes claims of validity for judicious communication and mutual understanding, based on equal
opportunities concerning the initiation of and participation in dialogue, and contributing to arguments
and interpretations. Furthermore, it allows for insight into the individual’s lifeworld without neglecting
the organisational context, emphasising the interrelation between both. This concept, including its link
to (critical) HL, will be elucidated in more detail in the discussion of our findings.

1.4. Aims and Research Questions

The overarching goal of this contribution is to approach HL in its interactional dimension.
Employing a health sciences and an ethnographic research perspective, we aim at providing a new
bottom-up definitional approach to the concept of HL in the context of health risk, with an emphasis on
critical HL. The leading questions of the research project are: (1) How is a person’s HL interrelated with
the condition of ‘being at risk’? (2) What kind of HL do people need in order to manage their health risks
(from a bottom-up perspective)? (3) How can HL be promoted in order to support individuals in the
process of SDM and of transferring medical risk information into their lifeworld? The aim is not only
to enrich the body of research on the theoretical and conceptual underpinnings of HL [17-19] and to
contribute to the understanding of HL in the context of risk, but also to provide an empirical foundation
for the development of interventions for communication about risk in healthcare settings [15,20],
hereby improving HL both on an individual and on an organisational level.

2. Materials and Methods

This qualitative study is part of the project Health Literacy of Persons at Risk — From Information
to Action (RisKomp) which investigated the role of HL in persons with an increased risk of developing
a disease in one of four exemplary clinical fields (Alzheimer’s dementia (AD), familial breast and ovarian
cancer (FBOC), coronary heart disease (CHD) and psychosis (PSY)). The choice of these exemplary
clinical fields was based on the fact that they allowed a focus on disease patterns with epidemiological
relevance in oncology, neurology, cardiology and psychiatry, and thus the exploration of risk perception
and HL relevant factors in the field of mental as well as physical disease. By considering diseases with
a diverse definition of risk factors and different methods of creating risk profiles (including symptom

When using the term bottom-up approach in this article, we refer to the attempt to take the perspective of those being
studied (the so-called persons at risk) without imposing specialist-driven definitions of health, risk, and HL (top-down
approach). Instead of empirically testing existing pre-defined scientific concepts, we put the emphasis on health, risk and
HL as understood and enacted by our interviewees.
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assessment as well as biomarker and genetic testing), it was possible to include diverse risk patterns
in the analyses. A further gain of knowledge was made possible by the spectrum of prevention
opportunities and therapeutic approaches, which can either prevent the onset or have a positive effect
on the course of a disease. The intervention options concerning the four indication areas range from
surgical or medicinal, psychotherapeutic and educational, to no effective medical prevention option
so far in regard to Alzheimer’s dementia. This allows taking into account strategical deliberations of
persons at risk; depending on health-related future scenarios they were confronted with in the course
of predictive procedures. The systematic reviews conducted in the first phase of the project provide
an overview of the research landscape and current empirical evidence concerning the role of HL with
respect to an increased risk in each of the four clinical fields; in addition, they revealed open questions
and directions for future research [21-23]2.

The study was planned and conducted in close collaboration with partners in the cooperating
specialist centres at the University Hospital Cologne (Appendix A)3. Ethics approval was obtained in
March 2018 (registration number 18-014) by the Medical Faculty of the University of Cologne.*

2.1. Sampling and Recruiting Procedure

For the recruitment of interview candidates, indication specific inclusion and exclusion criteria
(Appendix B) were defined in cooperation with the specialist centres for genetic testing or preclinical
diagnosis of the University Hospital of Cologne. In a first step, for each clinical field, risk profiles were
determined based on current medical evidence (e.g., a particular type of genetic risk or a combination
of genetic, physiological, and behavioural risk factors). The aim of this purposive sampling strategy
was to enclose a maximum variety of risk manifestations for each clinical field [24]. According to
the in- and exclusion criteria, the clinical staff started recruiting the individual participants based
on convenience sampling. There is no consensus about the ideal sample size [25]; while it is often
necessary to specify a certain number of interviews for ethics approval and funding calculation,
the inclusion of ten participants per clinical field was envisaged (40 in total). This number was based
on the project aim, the research question, the chosen study design, as well as the available personal
and institutional resources.

The collaborating clinics supported us in recruiting participants by pre-screening their patients’
profiles with regard to the in- and exclusion criteria, by handing out brief information about the
research project to the potential participants, by imparting their contacts to the project team, and by
providing facilities for the interviews. In the field of coronary heart disease, in addition to cooperating
with teaching practices of the University Hospital Cologne, online recruitment strategies, social media,
public displays as well as the contacting of support-groups and relevant organisations were used as
recruitment strategies. The clinical staff arranged the first contact with potential participants; all further
steps like providing detailed study information, arranging the interview appointment, conducting the
interview, and any further communication with the participants was at the authors’ responsibility.

2.2. Data Collection

To answer the research questions, we chose a qualitative research design which incorporates three
pools of data: (1) narrative interviews on risk and health, (2) body sketches visualising embodied

The systematic review in the field of familial breast and ovarian cancer is under revision and will be published in 2020.
The collaborating partners were involved in the different phases of the project as follows: sampling and recruiting (clinical
staff and the authors), data collection in terms of conducting interviews and taking field notes (LH, ML and SJ), data analysis
for each clinical field (LH, ML and SJ), and interpretative analysis across the four clinical fields (LH, ML and SJ).

Before the interview, all potential study participants were provided with information concerning the aims, methods
(including details on the interview procedure, possible harms and benefits, and the continuing opportunity to withdraw
from study participation), the exploitation of the research results, and data protection. At the outset of the interview,
all participants signed a written consent form.
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perceptions of risk and illness, and (3) ethnographic data based on notes and memos concerning
reflexivity and the research relationship, created before, during and after the interview.

2.2.1. Narrative Interviews

The narrative interview, chosen to be a main source of data collection in this research project,
is a methodology of qualitative social research to gain insights into the interviewees’ personal
experiences, feelings and subjective relevancies in a context of interest. The idea of the narrative
interview is to let the interviewees tell their “stories” and herewith communicate their perspective
on a subject without narrowing the course of information by giving a direction of conversation with
a standardised interview guide [26]. Narrative interviews were deemed suitable for this project since
they allow for a bottom-up approach to concepts such as risk and HL. Letting these be defined by the
persons’ individual perceptions, appraisals, and preferences, narratives can inform the development
of theory which is grounded in empirical data. Being interested in HL relevant factors from the
perspective of persons at risk, narrative interviews using a flexible topic-guide were the instrument
of choice. This approach follows the principle of narrative interviews, starting the conversation
with an open introductory question, but sharpening its focus by context-specific in-depth questions
(incorporated in the topic guide), pre-defined by the researcher alongside the subject of interest [27].
The interviews started with a question about the first confrontation with being at risk of developing
a certain disease® [28]. With reference to the interviewees’ narratives, in-depth questions were asked
on access, understanding, appraisal and application of risk-related health information. The interviews
were concluded when no new themes or stories were raised, and upon the researcher’s explicit
invitation to think of any further potentially relevant issues that the interviewee may wish to describe.

The interviews were audio-recorded with the participants’ given consent. The audio material was
transcribed verbatim, and transcripts served the text-based analysis of the interviews using MAXQDA
2018 [29]. In addition, sociodemographic questionnaires were included into data analysis that had
been handed out to and filled in by participants before the interviews.

2.2.2. Embodied Perceptions of Risk and Illness

At the end of each interview, participants were asked to perform a body-mapping exercise. A sheet
of paper showing an empty body sketch was given to participants, who were subsequently asked to
depict their feelings about being at risk of developing a disease. Interviewees had the opportunity
to comment on their drawings if they felt the needed to do so. The method of body-mapping is
an approach with which insights in the individual’s embodied realities can be gained, and is used in
health sciences [30,31]. Body-mapping allows the non-verbal and creative expression of perceptions,
personal feelings and experiences and is therefore suitable for the inductive, bottom-up approach
aimed at in this study.®

2.2.3. Ethnographic Data Concerning the Research-Relationship

During the interviews, the researchers took field notes concerning content,
non-verbal communication, atmosphere and their own experiences and feelings during the
interviews using a self-reflection tool developed for the purpose of this study (notes and memos).
The documentation and reflection of one’s own feelings and observations during and after interviews
is a common practice to make the researchers’ subjectivity comprehensible and transparent, which is a

More detailed information on strategies to minimise potential distress for participants, including a reflection on
methodological and ethical issues in qualitative research on health risks, can be found in [28].

An appropriate description of the body-maps would be beyond the scope of this article. To avoid an oversimplified
presentation, we will therefore refrain from providing examples. The in-depth analysis of the body-maps and their role in
the process of theory generation will be thematised in a separate article.
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key quality criterion in qualitative social research [32,33]. The notes and memos were included in the
data analysis and methodical reflection of the research process.

2.3. Data Analysis

The analysis process of this study is embedded in the overarching approach of the Reflexive
Grounded-Theory-Methodology [34], and mirrors an iterative process of three analytical steps:
(1) analysis of data (narratives, body-maps and ethnographic data) for each clinical field separately,
using a field-specific coding system; (2) interpretative analysis of the findings in all four clinical
fields, developing a new integrated coding system, and (3) interdisciplinary data validation and
cross-check analysis.

2.3.1. Analysis of the Narratives, Body-Maps and Ethnographic Data for Each Clinical Field Using
a Field-specific Coding System

In this first analytical step, data in each clinical field were analysed separately by different team
members in an iterative process parallel to conducting subsequent interviews. The goal was to
identify categories that are specific to the risk of disease in the respective clinical field, avoiding direct
comparisons between data in the process of collection and first analysis. With the exception of CHD,
thematic saturation’ [35,36] was reached before completing analysis for all envisaged (n = 10) interviews
in each clinical field; i.e., the main categories remained stable after having analysed approximately
six to seven data sets in the respective clinical field, even when including further interviews in the
analysis. During the process of open coding, we created a coding system embracing the different data
types (narratives (verbal), body maps (visual), and field notes (reflexive)), which provided insights
into different emic interpretations of risk, health and HL. Furthermore, through the integration of field
notes into the analysis it was possible to address the question of researchers’ subjectivity and make it as
visible as possible in the analytical process. In the process of axial and selective coding, we searched for
interconnections with the concept of HL, both describing it from the patients’ perspective and relating
it to existing definitions of the concept from the literature. Through this triangulation of methodology
and theory [37], we aimed to emphasise the ethnographic, bottom-up character of the research.

2.3.2. Interpretative Analysis of the Findings of All Four Clinical Fields, By Developing a New
Integrated Coding System

In the second stage of analysis, we conducted an interpretative analysis across coding systems,
integrating the codes of all four clinical fields. Due to the restricted number of interviews in the field of
CHD, interpretation was considered with reservation. Both indication-specific and cross-indication
findings regarding HL-relevant factors in persons with an increased risk of disease, were compared
and discussed within the research team, taking into consideration different perspectives from our
disciplinary backgrounds (ethnology, psychology, and health sciences). In this way, we were able to
identify categories and relations relevant for all four fields as well as those themes that are specific
for each clinical field. For the purpose of this article, we created an overarching category system
(Figure 1, Section 3.2) which emerged during the analysis across the clinical fields based on the research
questions stated above, and the previously gained in-depth insights in the different fields. Through this
approach, decision making processes of people with an increased disease risk regarding the use of early
diagnostic procedures and preventive interventions can be reconstructed. This allows for reflecting on
conducive models of risk communication in connection with health behaviour and contributes to the
theoretical foundation of the concept of HL.

7 ’Saturation’ can be defined from different perspectives and on diverse levels of research [35,36]; in line with our methodological

approach, we refer to the model of ‘inductive thematic saturation’ [35] which relates to the emergence of new codes or
themes during data analysis.
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2.3.3. Interdisciplinary Data Validation and Cross-Check Analysis

In the final analytical phase, we aimed at researcher, methodological and theory triangulation, and
interpreted and validated the interpretative analysis performed in the second analytical step. For this
purpose, we organised interdisciplinary researcher discussions in order to relate the concepts which
arose from the empirical data to existing theoretical frameworks in different academic fields, and to
test the applicability of the developed theoretical considerations across the four clinical fields.

3. Results

In the following, we will shortly introduce the database of the research project, and present the
central findings of our study along the structure of the main categories and sub-categories that we
identified during the interpretative analysis.

3.1. Database

The interviews were conducted between April 2018 and August 2019. In total, 34 out of the
envisaged 40 interviews were completed. During one interview in the AD group, it turned out that at the
time of the study, the respondent already had dementia (exclusion criterion). Therefore, 33 interviews
were included in the data analysis (a detailed presentation of the participants’ characteristics is provided
in Appendix C). In the area of CHD, despite various recruitment strategies during the period of data
collection, no more than three persons could be recruited to participate in the research project (Table 1).
(The recruiting strategy and possible reasons for the low response rate compared to the other clinical
fields will be methodologically reflected in the further course of the evaluations).

Table 1. Interviews conducted and included in the data analysis.

FBOC AD CHD PSY In Total
Planned 10 10 10 10 40
Conducted 10 11 3 10 34
Included 10 10 3 10 33

Audio material of approximately 34 h, 1036 pages of transcripts, 33 questionnaires and
31 body-maps, plus the researchers’” memo material constituted the data sources used in the data
analysis process (Appendix D).

3.2. Main Categories

Hereinafter, our findings concerning HL-relevant factors for people at risk of developing a disease,
and HL-related aspects in order to manage these risks, will be presented. The results focus on
the respondents’ subjective risk and disease theories, as well as on their analytical-reflexive and
emotional-intuitive interpretation systems. We identified three central categories which refer to key
situations of risk perception, the processing and understanding of disease risk, and risk-related agency
of “persons at risk” (Figure 1).
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Figure 1. Central categories of dealing with disease risk: key situation, risk understanding, and agency.
3.2.1. Key Situations

In the context of this study, key situations describe a distinct moment or an extended period of
the ideational realisation of one’s risk. This is determined by a person’s biographical background,
intuition, and degree of self-reflection. Whether a person is confronted with the risk of developing
a disease for the first time or has been confronted with the idea of risk directly or indirectly for
years, has an influence on how the risk is dealt with, and on the decision-making processes regarding
early diagnostic or preventive measures. In the following, features of key situations identified in the
interviewees’ narratives will be described. The identified key situations can be differentiated along the
process of being confronted with risk, in terms of the emergence of a risk feeling, the time of cognisance
of risk, and the impact of key situations.

Genesis

Genesis describes the development that gave the initial impetus for dealing with the concept of
risk, and ultimately participating in early diagnostic procedures. Respondents describe an omnipresent
risk idea or an intuitive risk perception over a longer period of time to be the reason for the participation
in early diagnostic procedures as a form of active engagement with their own health-related future:

“That'’s a little strange because, um ... that was for me, well breast cancer has always been
an issue for me.” (FBOCP06)

“Yeah, I kind of want to know what that is and why. [...] Just to have the certainty.” (ADP0S8)

“And it’s nothing that has uh just been there for three months, it has always been there.
Well, it didn’t just appear like three months ago, it has always been there.” (PSYP10)

Time of Cognisance

The time of cognisance means the moment or period of time of risk confrontation in which
participants became aware of their risk. According to interviewees’ descriptions, a moment of
confrontation in the sense of a sudden awareness of a risk can be caused by biographical upheavals
(relocations, life stage changes, crises) or chance findings during routine examinations. Dealing with
disease risk over a longer period of time can be the case due to disease experiences in the family or the
observation of symptoms that people may associate with the development of diseases and interpret
them as a potential precursor (forgetfulness, changes in perception, cardiovascular complaints):
“Sometimes I don’t have any problems at all and sometimes I think ‘It can’t be true that you don’t
remember this anymore!”.” (ADP07).
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Facing an increased disease risk, whether in a moment of confrontation or over a period
of becoming aware, entails a transition or a turning point in the lives of the participants of this
study, with characteristic consequences for their identity formation, lifestyle or future perspectives.
The interviewees’ narratives contain detailed episodic accounts of the situations or periods of becoming
aware and inescapably realising that ‘something is wrong’.

“Um, and then, as really the most relevant moment was when I was at the North Cape
and the big turquoise wide sea was in front of me, the people around me were all happy,
there were some plants around me you can’t find anywhere else, and I just didn’t feel
anything.” (PSYP01)

“] was still young and thin and thought: ‘How could that be, diabetes type two, you get that
at seventy or eighty or so and if you get it before then, it’s because you're a rather chubby
person!” I was really shocked. Because I expected everything, but not that I would become
diabetic at the age of fifty or in my early fifties.” (CHDPO01)

Impact

Respondents described key situations to have an existential impact on their considerations
and planning with relevance for their life course, their identity, and their family planning: “The
consequence of this, if I think about my husband and myself, would be family planning.” (FBOCP10),
their professional context: “I already told my superior to consider me as a risk factor” (ADP04) or
their view on future life in general: “There are days where I only look at the black side of my future.”
(ADPO7).

The impact of key situations on people’s perceptions or actions can be of a positive and motivational
nature: “I want to stay healthy you know? So living healthily is my contribution to not getting high
blood pressure.” (CHDP03). At the same time, key situations can have a negative-destructive impact:
“All 1 feel is fear of getting dementia. [ ... ] It is in every cell.” (ADPO1).

This is of central importance with respect to patient information and risk communication.
Consultation in the context of early diagnostic counselling and intervention planning can be decisive
in terms of the extent to which people who seek advice are motivated and enabled to make
health-promoting decisions and actively shape their health development wherever possible.

Key situations can also provide information on peoples’ preferences, skills, and strategies in
researching and selecting risk-related health information. Whether, for example, they have been
informing themselves about a possible risk of illness for a longer period of time or whether they do not
yet know or have not sought any information on the subject at all, sheds light on the scope and the
content of information needed. This provides a starting point for medical consultation.

The identification of key situations can also mean orientation for individuals’ lived realities,
their biographical experiences, and their socio-cultural embedding of the risk understanding.
These background circumstances are pivotal in terms of people’s needs concerning health-related
information and decisions.

The available data offer an opportunity to define types of key situations. A typology of key
situations with respect to their emergence or time of cognisance (e.g., sudden or foreseeable) and their
impact (e.g., shock or confirmation), can serve as an orientation framework in the early diagnostics of
risk and preventive praxis, helping professionals to provide risk information based on individual needs.

3.2.2. Risk Understanding

The understanding of risk comprises aspects of subjective risk definition and interpretation,
as well as the individual’s relative meaning of a disease risk. The following issues were identified with
respect to the understanding of risk.
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Definition — Describing Risk

People have individual definitional concepts of a disease risk. ‘Definition’ in this context refers to
metaphors and descriptions participants use to name their risk. People, for instance, describe their
risk as a “time bomb” (ADP09), a “tattoo” (PSYP10) or a “bookmark” (PSYP10) and thereby reveal
risk to be experienced as something threatening, stigmatising or permanent. Defining one’s personal
risk means naming it on the one hand; on the other hand, naming it by using metaphorical terms
also means applying interpretational concepts to it. The definition and interpretation of risk are
therefore closely interwoven and determined by personal disease conceptions. Threat rhetoric used by
interviewees with regard to their disease expectations show that experience-based disease images,
which for example are associated with decay, hopelessness, strain on relatives or the loss of the social
role and one’s own identity, pre-set a definitional framework: “I would like to see my daughter grow
up and be an adequate companion for her and nota [ ... ] senile one.” (ADP03). The metaphorical
description of risk perception and disease conceptions emerging in the context of the body maps,
both in visual and in verbal form, provide insightful information about risk-related perceptions or
visions of one’s own state of health. Definitional concepts and interpretations of disease risk are crucial
in the process of meaning-making [38] concerning potential future health scenarios.

Interpretation — Appraising Risk

According to the analysis of the interviews in our study, the appraisal of risk, as illustrated
by the following exemplary quotations, is largely determined by personal conceptions of a disease,
which in turn are influenced by self-inflicted or externally-intrigued experiences of illness. People who
have already experienced the course of a disease, for example by caring for a relative, project these
experiences onto themselves and define their own future state of health accordingly: “I know lots of
people with dementia in my environment. [ ... ] Seeing my friends’ parents. That’s really bad you
know.” (ADPO05) or “I don’t want not to be pretty anymore. [ ... ] I have seen my cousin dying of
cancer, she looked so ugly. That was really bad.” (FBOCP05).

Risk knowledge in the present about an anticipated state of health in the future can influence
the perceived quality of life. Thus, the boundaries between being healthy and being ill already are
blurred by the imaginary confrontation with a disease risk before the actual occurrence or onset of
a possible illness. Perceived symptoms, for instance, can entail a disease experience even before the
actual manifestation of a condition: “I have all the symptoms!” (ADP01). This influences everyday life
and lifestyle: “This fear that they might say ‘Ok, there is something.” keeps me getting these panic
attacks.” (FBOCP02) or “I definitely try my best to live more relaxed, and not to let it get any worse.”
(PSYPO05).

“Healthy” and “sick” are thus redefined and persons at risk are confronted with identity-relevant
changes. HL of persons with an increased risk of illness - their resources and motives to deal with and
apply risk-related health information - depends on their ability to integrate the risk status into their
own reality and to accept or actively reject it as part of their identity.

In the individuals’ perceptions, the perceived risk prevails over the actual (statistical) probability
score: “And in the end we are people, not statistics.” (FBOCP09). For example, the results of early
diagnostic examinations may contradict the feelings of those seeking advice: “I was always, um, totally
irritated because of these test results, I have to admit. Because they didn’t reflect at all what I am
feeling for myself.” (ADP05). The consequence can be that an existing risk is not perceived as such:
,Well, I don’t know. I have been told that I am at risk, so to say. But yeah. That’s all.” (PSYP02). In this
case, people face the conflict of making decisions about a situation of which integration into their
lifeworld does not correspond to their own perceptions.

Percentages given to respondents were interpreted subjectively. Risks can be perceived as
an omnipresent threat even with a low numerical probability of illness. While early risk detection
procedures for some persons can imply the positive effect of an “early warning system” (which will
be described in more detail in the following), for others these do not convey a sense of security if
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they pervasively continue to feel that they are facing a health threat despite the “all-clear signal”.
For example, respondents stated that they did not feel any sense of security, even though the result
of their predictive examinations did not reveal an increased risk of developing a disease: “I mean,
it was a fact that there was something a way it was not supposed to be.” (ADP05). So, the emotional
evaluation outweighs the logical interpretation of percentages and factual findings.

Entanglements

In addjition to such emotional-intuitive interpretation systems, the analytical-reflective approach
is of relevance when dealing with the probability of illness (consistent with the model by Slovic
et al. [39] on the emotional and analytical handling of risk). The respondents’ statements on the
subjectively perceived relativity of risk refer to risk entanglements as well as to vague versus concrete
risk conceptions.

For example, the disease risk that respondents were undergoing early diagnostic procedures
for, was repeatedly named in connection with parallel existing diseases or disease risks: “Being
overweight is part of my biography. I am overweight now [ ... ] and I have been overweight as a kid
or as a teenager.” (CHDPO03). Risks are therefore not perceived and processed as isolated entities but
understood as interdependencies with other risks: “It could be that my depression has affected my
cognitive condition, couldn’t it?” (ADP04) or “Sure there is a risk when you smoke and drink alcohol.”
(FBOCPO1).

When dealing with a certain disease risk, persons reflect their own (prospective) health as
the totality of various (risk) factors. Reflection in the sense of critical HL [40] goes beyond the
differentiated examination of health-related risk information and includes an examination of one’s
own lifeworld in terms of values, preferences, habitualisation, and social circumstances. As a practical
implication for early diagnostic consultations and treatment, these findings can inform starting points
for health-promoting or preventive measures.

Vague versus concrete risk conceptions determine to what extent people adopt a “diagnosed”
risk probability and include it in their consideration processes and actions. The perceived degree of
abstraction of both the risk and the respective image of disease plays a role here. Our data allow the
assumption that risk developments and disease progressions with psychological or mental effects are
likely to be experienced as more difficult to “grasp” than risk prediction of diseases with physical
consequences, the development of which can be — according to respondents’ appraisal — specified more
precisely by means of biomedical parameters: “Subjective cognitive disorder, my God. You have your
aches and pains and that’s just one of them.” (ADP03) or “I'm not saying that everybody has mental
issues but in some way [ ... ] other people do struggle with their everyday life, too.” (PSYPO01).

Warning System

Irrespective of the degree of abstraction of the risk, people who participate in early diagnostic
procedures actively deal with their risk. In this context, risk prediction is interpreted as a kind of early
warning system and as a resource in the informed handling of one’s own health. Respondents describe
that the medical prediction of their likelihood of disease gives them a feeling of clarity and therefore
the opportunity for active prevention — in terms of medical interventions, organisational preparations
or lifestyle changes. The last quotation also underscores the blurring between ‘risk” and ‘disease’ in the
interviewees’ accounts.

“That’s why I'm glad I was able to deal with my problems now. [...] And I'm just glad that
this bang fortunately caused the discernment that I have to let people help me.” (PSYP07)

“That was just another piece of the puzzle for me. It was absolutely out of question. Either you
want to know or you don’t. I already said before I knew for certain: Just take my breast off!”
(FBOCP04)
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“We have decided to downsize a little with respect to our living. Age-appropriate. That as
well has to do with my dementia.” (ADP06)

Our interviewees’ risk narratives reveal the process of understanding, evaluating and applying risk
information. Subjective interpretation patterns and relevance systems are crucial for the interpretation
of risk and the resulting motivation to act. This negotiation process can be revealed through the
narratives of those seeking advice to meet their needs with regard to medical consultation and treatment.

3.2.3. Agency

The category “Agency” refers to individual autonomy and manageability in view of an increased
risk of illness. It comprises emotional, cognitive, and behavioural strategies that our interviewees
reported in order to (re)construct their capacity to define their situation, to make choices, and to act
independently. This includes aspects of information and knowledge management, the role of attitude
and identity in dealing with a health-related risk, individual strategies of action, and the role of health
care professionals in risk perception and processing.

Dealing with Information and Knowledge

Respondents name various sources of information they use to get informed about their disease risk,
including articles, studies, TV and books. They also mention the Internet and the social environment
to be central media for the exchange of experiences or personal opinions and the search for risk- or
disease-related information: “And when you read something like this, what do you do nowadays?
Google.” (ADP03) or ,I talk to my husband, he is of great help to me.” (FBOCP03). The finding and
understanding of health information does not refer to an isolated source of information but to a construct
of several sources of information, which people individually choose and evaluate. The information
medium therefore goes beyond the medical setting and the doctor-patient communication setting in
early diagnostic procedures. According to the respondents, the primary information strategy is to
obtain health information by oneself: “I can only recommend to get as much information as possible.”
(ADP04). They critically decide where to look for information: “You have to be careful about where you
find your information, right?” (FBOCP01), what information they choose for themselves: “I don’t trust
my doctors exclusively anymore.” (FBOCP01), and which information they want to or do not want to
deal with: , Sometimes you just don’t want to know it in cold print, you know?” (ADP07). Information
seeking and evaluation strategies depend on the individual’s systems of experience and relevance.

Attitude and Identity

In terms of attitude and identity, personal competences such as interest, motivation, self-reflection
and self-efficacy are essential prerequisites for the way people deal with information about and the
personal exposition to health risk. Participation in predictive procedures, for example, is described as
self-initiative based on self-observation and self-reflection. With the decision for or against information,
examinations, study participation or reporting of findings, a competence for one’s own needs becomes
visible, which has to be included and taken into account during counselling.

Of equal importance for attitude and identity in dealing with a disease risk is the social environment.
Persons within the social network — family, partners, and friends — directly or indirectly influence
decision-making processes with regard to early diagnostic procedures as well as the negotiation
processes regarding therapeutic measures. Direct influence exists, for example, when relatives actively
encourage participation in diagnostic testing: “Well I have to say, my oldest daughter was the one
who told me to see a doctor.” (ADP07). Indirectly, a feeling of responsibility towards relatives may for
instance be decisive for a person’s step towards medical risk prediction: “I have three children. I think
about them, I don’t really think about me.” (FBOCP02).

While identity and attitudes determine how health risks are dealt with, they can also be influenced
by the way risk is conceptualised.
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“I am a risk factor.” (ADPO05)
“And then you go like: ‘Oh shit — this is like a tattoo!” That’s gonna stay for now.” (PSYP10)

For the promotion of health-literate action in dealing with disease risk, this finding shows that
factors such as intrinsic and extrinsic motivation as well as input from the social environment deserve
to be taken into account in medical consultations.

Strategies

In dealing with a disease risk, our interviewees reported having developed personal strategies.
These include, for example, subjective explanatory models and measures to maintain or improve the
subjective quality of life. As elaborated further below, explanatory models are both a strategy to process
the origin and development of risk within people’s own logical system. At the same time, these models
are the starting point for the development of strategies for dealing with a disease risk, which involves
the acceptance of a “new” reality and the assumption of the risk status. Health-oriented decisions and
lifestyle adjustments can be the result.

With reference to our interviewees, explanatory models of risk were individual and biographical.
When negotiating one’s own risk, not only information from outside is taken into account, but also
theories of justification which are constructed by the individuals themselves. In this way, they explain
their own risk by stress and psychological strain due to for example overwork in everyday life: “I
think I have been permanently overstrained all my life.” (CHDP02), concern for relatives and family:
»Ihave a ten year old daughter. What will happen to her?” (ADP02) or disease burden: “Well, there are
two areas that need to be worked on. There is my depression, and these signs of psychosis.” (PSYP01).

Strategies described by respondents regarding the management of disease risk relate to actively
influencing one’s own health and maintaining quality of life by leading a health-promoting lifestyle:
“I do my best to live a healthy lifestyle, eat healthy food, do sports.” (CHDP03) and by continuing
everyday life and one’s social role: “Continuing everyday routines, that’s what is important.” (ADP05).
Following on from the central explanatory model of stress as the cause of an existing disease risk,
stress avoidance or stress reduction are central strategies, universal to respondents in all clinical areas
addressed in this study.

The orientation of strategies is decisively influenced by the therapeutic interventions and preventive
options available with regard to the prevention of the onset of a disease or the positive influence
on the course of a disease. For three of four indications included in this study (CHD, FBOC, and
PSY), these strategies range from surgical interventions and drug therapies to psychotherapeutic and
educational approaches. For AD, to date, no effective prevention or cure exists, even at an early stage
of risk prediction. However, knowing about the risk can offer the opportunity to make provisions in
terms of organisational and existential matters: “Everything is prepared. [ ... ] If I got Alzheimer’s
dementia tomorrow, I would have everything organised.” (ADPO03).

Role of Health Care Professionals

The handling of information about one’s own disease risk and the development of strategies for
action are thus decisively related to biographical and personality-related relevance systems, information
needs and explanatory models.

Do the data also provide insights into the role of consulting physicians in connection with
risk perception, processing and risk-adjusted decision-making? The respondents’ comments on the
consultation on risk prediction and possible preventive treatment they had experienced ranged from
statements of complete satisfaction and feeling well-informed, to the condition of feeling as clueless
as before the consultation: “I feel totally well advised.” (FBOC08) or “I know just as much as I did
before.” (ADP08).

Patients critically reflect on the counselling situation and the information content, and compare it
with their own needs. The role assignment to health care professionals in dealing with a health risk is
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also negotiated by patients: “I kept asking what I could do about it but she never really gave me any
answers.” (ADP08)

A central expectation towards health care professionals in this context is their empathy and
understanding with regard to the individual situation of those seeking advice: “A doctor, even if he
can’t help, a doctor should be a person who is able to listen.” (FBOCPO05). There is also a desire for
communication “at eye level”. The power-relation in patient-doctor communication is addressed in
various contexts and forms an important category, as it can adversely affect the use of consultation or
participation in decision-making processes.

“But on the other hand, it’s actually very important, well it happened now already, um, twice,
that something important just showed up in the results .., about which my doctor didn’t talk
to me.” (ADP05)

“Ijust don’t trust doctors anymore. Oh God, I have experienced so much that I prefer using
my own head. [ ... ] Things you experience are not always that enjoyable, you know?”
(FBOCPO01)

With reference to power relations and participatory decision-making in risk diagnostic counselling
and preventive treatment, people seeking advice describe how they feel restricted in their freedom to
act. For example, they felt that their choices were influenced by strategic rhetoric they experienced in
conversations with their doctors: “It would be better if there were people who helped you in your
interest, without giving you the feeling of pushing you towards something they want.” (FBOCP01).
These findings emphasise the relevance of asymmetric power structures between patients and health
care professionals, due to an imbalance in medical knowledge and expertise, for SDM in the course of
medical consultations.

Positive experiences with medical consultations in the predictive field, however, can enable
relationships of trust with medical services in general, and with practitioners in particular:

“A trusted relationship with my doctor is essential to me. Now I ended up with a doctor I
don’t have any connection to. And in that case ... well, with her, I would rather not talk
about sensitive stuff.” (CHDP03)

“Where it actually kicked in for me were my therapy sessions. [ ... ] Because of them, I was
able to see things more clearly.” (PSYP10)

These results can contribute to the expansion of the concept of HL by including essential aspects that
are relevant for the promotion of HL, especially in the setting of risk prediction. The data emphasise the
self-reflected way of persons at risk in dealing with risk information, their own biography and identity
in the context of risk, personal definitional concepts of risk and illness, and their perception of risk
diagnostic consultations. These results serve as starting points to enable health literate decision-making
and action-taking in medical risk context. The reflection of key situations in recognising risk, processes
of understanding risk and the negotiation of strategies in dealing with risk are aspects that deserve
consideration with respect to identity formation, and with regard to communication strategies in the
context of SDM in medical consultations and beyond. Practical implications, both for the expansion of
the concept of HL and for early diagnostic consultation practice, will be discussed in the following.

4. Discussion

The data of our study provide unique insight into the tension fields between HL, risk, and
predictive medicine by adopting the perspective of our interviewees — the so-called “persons at risk”.
In this way, our findings can make an important contribution to research on HL, and hereby enrich its
theoretical anchoring.

Our findings raise exciting questions about (1) the definition of HL from a bottom-up perspective,
(2) the co-construction of HL within the communication process, paying particular attention to the
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effects of strategic/persuasive communication on SDM, and (3) HL instruments that may have a positive
impact on both health system and lifeworld in the context of risk. In the following, we will illuminate
each of these fields, grounded in both theoretical and empirical considerations.

4.1. Defining HL from a Bottom-Up Perspective: Jumping the Frame of Dealing with Health Information and
Opening up a Space for a More Holistic Approach

Our findings support the definition of HL by WHO [2,3] as a complex human competence, which is
impacted by different factors. Especially in the context of risk, HL can be described, from the perspective
of respective individuals, as a way of balancing between different sources of risk information: the
physician or the health system, the Internet and other media, somatic feelings, explanatory models,
biographic experiences, and everyday life (in terms of subjective quality of life) which evolve in the
context of their individual lifeworlds.

In the preparation phase of our research, we used the integrated model by Serensen et al. [2]
as a template and an orientation framework for the development of our study design and the
interview-guide, assuming that HL in the context of risk would follow the same or a similar logic.
Nevertheless, after first data emerged and was analysed, we quickly realised that an interdisciplinary
and multidimensional theoretical embedding will be needed in order to grasp the great amount of
symbols and meanings generated throughout the research process. We needed to situate our findings
within the field of the HL research (individual and organisational, critical and relational) but also in the
sphere of health communication and SDM as well as social science research. The interplay between risk
information, the individual explanatory model of risk, intuition, and the ability to reflect on all three
aspects (Figure 2) clearly illustrates the necessity to merge different theoretical approaches. This model
depicts the understanding of HL from a bottom-up perspective.

Self-reflection

Communication

Figure 2. Model of HL in the context of risk— co-construction of risk interpretation and meaning.

On the one hand, this model emphasises the importance of learning more about the patients’
explanatory models of sickness [41] and risk as a way to grasp relevant information in the context
of their lifeworld. On the other hand, it refers to Slovic’s [39] theory on risk mentioned above — risk
probabilities as part of the analytical system and intuition as part of the emotional system which both
on an equal stance enable individuals to make decisions about risk. Furthermore, the dimension of
reflection highlights the importance of different domains of critical HL, as described by Chinn [17]:
critical appraisal of information, understanding social determinants of health and collective action.
These findings are not pioneering in health research; however, they shed a different light on the field
of HL in the context of risk perfectly illustrating the “mismatch between ‘biomedical” and ‘lifeworld’
agenda” [42].
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Based on these findings and building on already existing work [7,43,44], we propose
a complementary definitional perspective to the concept of HL, employing an ethnographic and
health sciences bottom-up approach.

4.2. HL as Communicative Action?

In the process of data analysis, the interaction between lifeworld and system turned out to be central
for understanding HL in the context of risk from the interviewees” perspective. For a sound theoretical
anchoring of this finding, the philosophical foundations of the theory of communicative action by Jiirgen
Habermas [45] were considered an appropriate and fruitful background for the theoretical embedding
of the empirical data, seeking to bridge action and systems theories. Furthermore, this approach
incorporates the notion of power in health communication, which emerged as a central issue when
discussing the role of critical HL in the context of predictive and preventive medicine. According to
Habermas, actors’ coordination of actions based on common norms is not self-evident, but must always
first be reached by mutual agreement between the parties involved; the way in which this happens is
through linguistic communication.

In the context of HL and risk communication, the existing literature provides insight into the
common norms underlying communication or SDM in medical contexts. But what do we know about
the way the actors (professionals and patients) coordinate and negotiate their health-related actions?

Categories like self-reflection, agency, interactions (in the context of patients’ lives and health
system) can be fruitfully used to draw an analogy to the Habermasian tensions between (a) lifeworld
and system and (b) communicative and strategic action, and provide an inspiring theoretical framework
to contextualise the risk-encounter in terms of HL. In the following, we will relate our findings to
the theory of communicative action, arguing that this allows for an additional, practice-related and
intervention-oriented approach in operationalising and doing research on HL.

4.2.1. Lifeworld and System

The interviewees’ risk narratives play a central role in our empirical findings. On the one hand,
we see the personal risk narrative which reveals the social integration of the new status as “person
at risk” within one’s own lifeworld. On the other hand, we hear the individuals’ interpretations
of the professionals’ narratives, which provide an insight into the assimilating mechanisms of the
health system, giving the ‘person at risk” a certain system-relevant role and access to prediction and
prevention. Speaking with Habermasian terms, the system is “colonising” the lifeworld labelling
a certain statistical probability as risk and attributing to a still healthy person the status of “person
at risk”. In this sense, we can see HL as communicative action where validity claims about risk are
made and negotiated. Therefore, the ability to integrate the systemic knowledge into the individual
lifeworld and vice versa is an integral part of HL as a dynamic process in both individuals (including
the professionals) and the system. Based on this we are prone to see HL as a communicative action
that enables professionals, patients, and their relatives to use the risk consultation for negotiating the
lifeworld and system narratives and achieve a social and systemic integration of the condition of ‘being
at risk’.

In line with the Habermasian theory of communicative action, we therefore believe in the necessity
to combine the action- and systems theoretical perspective while doing research on health at risk.
Especially in the context of HL, such a theoretical bridge is essential in order to integrate both bottom-up
and top-down research perspectives, while addressing the concept and allowing for a holistic approach
to health risk and communication.

4.2.2. Communicative and Strategic Action

The Habermasian theory differentiates between two types of rationality — the strategic and the
communicative reasoning. Communicative action is oriented towards understanding, consensus and
balance; strategic action towards manipulation and personal goal achievement. The interview data
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also mirror this tension; individuals identified situations in which they felt being persuaded to choose
for a certain option of risk prediction or prevention. The empirical data show that individuals describe
the communicative action as “communication at eye-level”, which harmonises the agendas of both
actors — patients and doctors. Individuals also detect and describe in detail consultation situations in
which they felt like a victim of strategic action and communication.

In the context of risk communication in predictive medicine, we should address the ethical
question of wishful thinking with regard to HL from both patients” and professionals’ perspectives —
should HL perform a communicative or a strategic role? Our data showed that individuals at risk
see HL as a process of communicative action in the context of SDM; it will be particularly interesting
to learn more about the perspective of professionals in this context — do they see the goal of the
communication in uniting both agendas (in the same sense as SDM), or do they (unconsciously) engage
in persuasive rhetoric? Greenhalgh et al. found that:

“Lack of trust, intense pressure of time, mismatch of agendas (biomedical versus lifeworld), firm
expectations of a specific outcome (e.g., referral, prescription) and profound power imbalances all
promote strategic action (i.e., speech that seeks consciously or unconsciously to manipulate an outcome)
rather than communicative action (i.e., sincere efforts to achieve understanding, and reach consensus)
by all parties.” [42] (p. 1170)

In this sense, we are deeply convinced that the understanding of the concept of critical HL should
be expanded with one further aspect or category — the ability to engage in communicative action and
to detect and reflect on strategic action in the process of the risk consultation. Communicative action
requires symmetry. In the case of health at risk we need to critically review the validity claims of
both parties. Carel & Kidd [46] argue that ill persons are particularly vulnerable to epistemic injustice,
while health professionals are considered to be epistemically privileged, and the structures of the
health system encourage this condition of epistemic injustice. We suggest that this concept may be
enormously fruitful when discussing HL in the context of risk on both theoretical and practical level,
drawing the attention to the ethical dimensions of HL-promotion.

Following this argumentation line, future research needs to ask further questions on the
prerequisites for communicative action in the field of predictive medicine, where lack of certainty is
omnipresent: Which are the major barriers to HL as communicative action?

4.3. Intervention-Oriented Theory on HL as Communicative Action — Draft and First Ideas

Broadening the definition of HL, emphasising the interaction as the space within which HL
is manifested and may be promoted offers a new perspective on the development of instruments
for measuring and promoting HL. Based on our findings and the theoretical considerations above,
we suggest the following impulses for future research and intervention development.

4.3.1. Interaction as a Target

Based on our empirical findings and their theoretical embedding, we recommend moving the focus
on the process of interaction between physicians and patients, not only during the risk consultation
itself, but also during preparation and follow-up processing. The results of this study suggest that
we should rethink the way of designing HL. promotion interventions (especially in the context of
risk) which usually aim at contributing to the “accurate understanding” of numbers and statistics.
Instead, we should turn our attention also to the consultation encounter itself, enabling patients and
professionals to engage in communicative action, detect and disclose strategic communication and
reflect on both medical and lifeworld-oriented explanatory models of risk and its consequences.

One possible way to take up the patient’s explanatory model on the one hand and encourage
him/her to engage in communicative action on the other is to explore the key situation of risk
during the consultation process. The nature of the key situation can provide information about the
socio-cultural embedding of the individual understanding of risk. The processing of the key situation
in the counselling situation can strengthen a person’s health competence and support professionals
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in conveying risk information in a patient-centred manner. Discussing the key situation and the
explanatory model of risk behind it can contribute to bridging the space between “patienthood’ and
‘physicianhood’ [47] (p.352).

4.3.2. (Self-)Reflection as a Tool

One of the key results of the current study is the necessity to add a new, additional dimension
to the concept of critical HL in the context of risk — the ability to detect and reflect on strategic
communication within the risk-consultation. Furthermore, the competence to integrate the status
of being at risk into the individual everyday world and identity, translating medical and systems
knowledge into one’s lifeworld experience, has turned out to be a central resource for approaching
HL from a bottom-up perspective. However, how can both types of competences be promoted in the
course of the consultation?

One possible tool is to integrate self-reflection components in the process of providing, receiving
and negotiating risk information. In the course of our research, we found that patients’ narratives do
not only reveal information on their medical risk status, but also on the way they have understood
and translated this information into their life-world language. Moreover, their accounts may also
provide evidence on the strategies individuals have adopted in order to handle the risk information
and its consequences. We believe that integrating these narratives in the risk consultation may lead to
an increased patient sovereignty [48], more effective communicative action, and extended HL.

4.3.3. Individual and Organisational HL at Once

Our results show that individuals perceive, define, and analyse the role of the health system
in the process of risk negotiation primarily through the lens of their interactions with professionals
in terms of communication and treatment. With regard to SDM, our interviewees’ experiences
of strategic communication by healthcare professionals also underscore the importance of paying
attention to prevailing asymmetric power relations in healthcare encounters; ‘expert knowledge’
concerning risk was perceived as a sole privilege of the professionals’ role. In line with other authors,
this encouraged us to ask for a more holistic approach to HL promotion on both an individual and
an organisational level. For example, Samerski describes individual HL as “a bricolage of different
forms of knowledge” [7] (p. 4). Greenhalgh et al. argue that a “failure to play both system and lifeworld
roles effectively” [42] (p. 1184) may lead to distorted communication. Carel & Kidd [46] propose
a ‘phenomenological toolkit’ to support symmetry and epistemic justice in encounters between patients
and healthcare professionals, and to reconcile the patient’s experiential first-person narratives with
the ‘objective’ third-person accounts characteristic of the medical world. We will support and further
develop this argumentation line, claiming that ‘colonising’ individuals’ lifeworlds with medical and
system-centred risk information is a too narrow interventional concept for HL promotion and we
believe that in the doctor-patient relationship, more space should be reserved for communication,
and for the patient’s lifeworld.

5. Limitations and Reflection

Throughout different stages of the research process, this study faced some challenges
and limitations:

5.1. Methods and Setting

Methodologically, the process of theoretical sampling and the definition of the inclusion and
exclusion criteria deserve consideration. In this study, only individuals were included who had been
attested an “objective” and medical risk (e.g., genetic mutation). Nevertheless, during the analytical
process we realised that the perceived “subjective” risk - which is not based on medical factors and
statistics, but on lifeworld-knowledge, intuition, and experience — is as important as the “objective”
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risk. For future research on risk and HL we suggest also including individuals who believe to be “at
risk” even if they cannot prove it in terms of medical documentation.

5.2. Recruitment and Sample

By interviewing only people who have participated in early medical diagnosis procedures,
the focus of this study is narrowed. In consequence, persons not involved in services of early
diagnostics for any reason (e.g., because they do not have access or willingly reject making use of
them) are excluded. The findings of this study can therefore not be generalised unrestrictedly to
persons “at risk’. Participants’ sociodemographic data showed that the sample of this study was rather
homogeneous in terms of educational and social background. Therefore, future research on this subject
should incorporate recruitment strategies that ensure a more diverse sampling structure with regard to
sociodemographic background and experiences with pre-clinical diagnostics.

5.3. Analysis

This article is based on comparative, interpretative analysis of data from four clinical fields.
Contrary to what we expected, we were not able to recruit 10 individuals at risk of developing Coronary
Heart Disease, and hence conducted only three interviews. We therefore did not reach thematic
saturation [35] in the first analytical step. We were nevertheless able to identify some core themes for
this group, relate them to already existing research, and then use the key messages as an orientation
framework for interpretative analysis. Our experiences will inform a reflexive, methodological
discussion on the criteria of defining individuals “at risk” of developing CHD (currently under
preparation).

5.4. Research Environment

Apart from these concrete study limitations, we should pay attention to a more general one,
which can be seen as both limitation and challenge — the academic/research environment within which
qualitative empirical research on health is being conducted, presented and published. In a medically
oriented environment, there is a common sense of doing research in a standardised manner with
a linear research process, designed to answer pre-defined hypotheses. A circular research process,
defining research questions and using the empirical research to create hypotheses and to generate
a theory grounded in data, is still not very common. Researchers hence need to plan additional
resources for defending, explaining and legitimising their qualitative exploration-oriented approach
within the research environment, and in cooperation with the medical team.

6. Conclusions

In our study, we used a qualitative, open methodological approach to investigate the role
of HL among persons confronted with a potentially increased disease risk. We identified three
central categories that shape individual HL: key situations of risk awareness, the understanding
of disease risk, and risk-related agency. These categories are interrelated and play an important
role in the process of making meaning of one’s risk, coping with it, and integrating it into one’s
identity, health-related behaviour, and life plan. There are several implications for clinical practice,
theory building, and future research.

In terms of clinical practice and intervention development, our findings are of vital importance with
regard to patient information and risk communication. Our interviewees’ narratives showed that the
process of risk negotiation is characterised by introspection and self-reflection, and is closely connected
to individuals’ interactions with healthcare professionals. Their rich accounts provide a foundation for
the development of practical guidance to support HL in the context of risk in clinical patient-doctor
interactions. The way risk is communicated and framed will strongly affect a person’s perception of
agency in the sense of autonomy and manageability. This includes individual strategies of information
management, decision-making, and acting in view of an increased disease risk. These insights
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emphasise an understanding of HL as a communicative action, and as a co-construction between the
individual, the healthcare professional, and the healthcare system. Hence, actively including patients’
narratives in risk counselling encounters (e.g., by exploring key situations of a person’s confrontation
with the respective risk) can be conducive to an effort for more power balance and ‘epistemic fairness’,
and for supporting HL in the context of risk prediction and prevention.

In terms of the theoretical underpinnings of HL and future research directions, the results of our
study can contribute to an expanded concept of HL, including essential aspects of relevance for the
context of risk prediction. Our findings provide insight into individual manifestations of being health-
and risk-literate beyond medical information or statistical skills. The interviewees’ risk narratives
reveal their very individual journey of understanding, evaluating and applying risk information.
We therefore believe that our study will be a valuable complement to the research landscape in terms
of theory building and conceptual reflection on the meaning of HL. It can enrich existing work with
perspectives on HL grounded in people’s narratives and ethnographic data, hereby contributing to
the theoretical grounding of the concept. In methodological terms, future studies may benefit from
a more extensive consideration of qualitative designs, in particular ethnographic and participatory
approaches, in order to allow for a more open, resource-oriented approach to HL. Moreover, the results
of our study can serve as a basis for further research on HL as a communicative element between
patients or persons in search of advice and medical professionals; and they can offer starting points for
communicative action as a means to realise individual and organisational HL.
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Appendix A

Table Al. Institutions involved in the recruitment process.

Alzheimer’s Disease: Zentrum fiir Neurologie und
Psychiatrie, Klinik fiir Psychiatrie und
Psychotherapie, Frank Jessen und Ayda
Rostamzadeh

Familial Breast and Ovarian Cancer: Zentrum
Familidrer Brust- und Eierstockkrebs, Rita
Schmutzler und Kerstin Riehm

Psychosis: Fritherkennungs-und Therapiezentrum
fiir psychische Krisen, Klinik und Poliklinik ftir
Psychiatrie und Psychotherapie, Theresa Haidl und
Mauro Seves

Coronary Heart Disease: Schwerpunkt
Allgemeinmedizin, August-Wilhelm Bodecker und
Jorg Robertz
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Appendix C
Table A3. Sociodemographic sample description per clinical field.
(?3:01?» PSY(n=10) AD(m=10) CHD (n=3) (TnO:‘;;;
Gender Female 10 4 3 1 18
Male - 6 7 2 15
Other - - - -
Age 18-30 1 9 - - 10
3140 5 1 - - 6
41-50 3 - - 1 4
51-60 - - 1 1 2
61-70 - - 8 1 9
>71 - - 1 - 1
ls\{::::l Not specified - - 1 2
Single 3 9 1 2 15
Married 6 1 5 - 12
Widowed - - 1 - 1
Divorced 1 - 2 - 3
Separated - - - - -
Livin;
Con digﬁons Alone 1 2 2 1 6
Shared apartment - 4 - - 4
With partner 5 1 5 2 13
With relative 1 2 2 - 5
W1th partner and 3 ) 1 ) 4
relative
Other - - - - -
g;‘:;(‘;‘rﬂun 4 German 7 7 9 3 26
Bi-cultural 2 3 1 - 6
Other 1 - - - 1
Mother German 7 8 9 3 27
Tongue
Bi-lingual 2 2 1 - 5
Other 1 - - 1
Education Abitur ! 8 8 4 2 22
Fachhochschulreife 2 - 3 1 4
Mittlere Reife 3 2 2 1 - 5
Polytechnische
Oberschule ) ) ) ) )
Haupt-/ . . 2 . 2
Volksschulabschluss °
No school certificate - - - - -
Other - - - - -
Employment . 11 ime 5 6 1 - 12
Status
Part-time 4 - 2 2 8
In training/study - 3 - - 3
Homemaking - - - - -
Retirement - - 5 - 5
Jobseeker - - 1 - 1
Unemployed - - 1 1 2
Work disability 1 1 - - 2

FBOC—Familial breast and ovarian cancer. PSY—Psychosis. AD—AIlzheimer’s disease. CHD—Coronary heart
disease. ! Abitur = Highest degree of German school system, general or subject-specific higher education entrance
qualification. 2 Fachhochschulreife = Degree of German school system qualifying for general or subject-specific
upper secondary school entrance. 3 Mittlere Reife = Middle degree of German school system qualifying for
vocational school or comparable. * Polytechnische Oberschule = School form of former German Democratic
Republic, comparable to degree of “Mittlere Reife” 5 Haupt-/Volksschulabschluss = Qualification of a general school
form of middle education.
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Appendix D

Table A5. Data material used for analysis.

Audio Material Transcripts Questionnaires Body Maps

FBOC 10:00 h 351 pages 10 10
AD 09:20 h 325 pages 10 8
CHD 04:10 h 60 pages 3 3
PSY 10:20 h 300 pages 10 10

Total ~34:00 h 1036 pages 33 31
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2.3.2 CULTURE IN MENTAL HEALTH: DEFINING RISK AND THE VALUE OF REFLEXIVITY

Article 2: Lorke, Mariya*; Schwegler, Carolin*; Jiinger, Saskia (2021): Re-claiming the Power of Definition -
The Value of Reflexivity in Research on Mental Health at Risk. In: Maria Borcsa und Carla Willig (Eds.):
Qualitative Research Methods in Mental Health. Innovative and collaborative approaches. Cham: Springer, pp.
135-165.

The second contribution deepens the notion of adequate understanding between doctors
and advice seekers, while focusing on the field of mental health. On one hand, being confronted
with the idea of a health risk itself challenges a person’s well-being. On the other hand, the
definition of risk in mental health lies with professionals requiring persons to find a balance
between threat and confidence. The negotiation of the power of definition with respect to health
risk takes place on three different levels — advice seekers, doctors, and researchers — and builds
the scaftold of this article.

This article is based on two different projects realised in the period between 2016 and
2019. It originated from a collaborative conference panel on risk in mental health and focuses
both on the process of meaning making and on the research process itself. In the context of the
research question of this thesis, the article deepens our understanding of risk with a focus on
mental health. Meanwhile it suggests how research on health literacy may be carried out in a
culture-sensitive way through extensive researcher reflexion. Twenty narrative interviews with
persons facing a mental health risk of developing psychosis or Alzheimer’s disease were
analysed in a circular process, using complementing methodological perspectives from two
disciplines: ethnology and linguistics.

The findings of this article are grounded in the idea that persons faced with a health risk
construct their personal narratives to find a meaningful way to manage their situation embedded
in their biographical and social context. It also invites a reflection on the potential of qualitative
research in re-claiming the power of definition, offering the opportunity for a co-construction
of concepts such as risk, vulnerability and mental health.

In the context of the overarching research question of this thesis, this article provides
insight not only into the perceptions of risk among individuals, but also into ethical and
methodological issues of assessing concepts such as risk or vulnerability in the context of health
and health literacy. It emphasises the importance of (self-) reflexivity in conducting research in
this field. For future research, such methodological reflection on these issues may be beneficial
when dealing with the tension between a standardised biomedical conception, and an open,

bottom-up approach to health knowledge in a medically oriented scientific environment.
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Chapter 7 ®)
Re-claiming the Power e
of Definition—The Value of Reflexivity

in Research on Mental Health at Risk

Mariya Lorke, Carolin Schwegler, and Saskia Jiinger

Abstract Being confronted with health risks implies challenges to mental health
and well-being, requiring persons to find a balance between threat and confidence.
The ‘power of definition” with respect to health risks predominantly lies with profes-
sionals, implying that there is one appropriate way of understanding and interpreting
risk-related information. This chapter will invite for a reflection on the potential
of qualitative research in re-claiming the power of definition, offering the opportu-
nity for a co-construction of concepts such as risk, vulnerability, and mental health.
The aim is to highlight the particular value of different methodological approaches
for opening up definitional spaces between scientists and research participants. It
is grounded in the assumption that persons faced with a health risk construct their
personal narratives to find a meaningful way to manage their situation, embedded in
their biographical and social context. Narrative interviews with persons faced with a
mental health risk were analysed in a circular process using complementing method-
ological perspectives from two disciplines: ethnology and linguistics. The findings
were situated within a sociology of knowledge framework, focusing on the power of
definition concerning a person’s health and health risks. Herein, particular attention
was drawn to ethical and methodological issues of assessing concepts such as ‘risk’
or ‘vulnerability’; and the importance of (self-)reflexivity in conducting research
in this field. Methodological reflection on these issues may contribute to construc-
tively dealing with the tension between a standardised biomedical conception and
an open, bottom-up approach to health knowledge in a medically oriented scientific
environment.
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Introduction: Mental Health ‘at Risk’—Challenging
Definitions and Methodologies

From a sociology of knowledge perspective, knowledge is thought to be created
through a process of discursive construction (Berger & Luckmann, 1966). Scien-
tific knowledge—including medical ‘facts’—is conceived of as socially, culturally,
and historically contingent (Fleck, 1979). Of central interest is the process of the
social production, transformation, and circulation of knowledge (Keller, 2011). This
includes the roles, the positions, and the level of (non-)authority assigned to different
stakeholders within the whole research undertaking.

While there are promising approaches such as user involvement or participatory,
user-led research (e.g. Byrne & Morrison, 2010), the field of mental health research
is still shaped by the predominant Western! paradigm of biomedical research. This
has implications for the entire research process, including the definition of research
questions (who defines them and which questions are considered relevant), theoretical
foundations, the choice of methodologies and methods of data collection and analysis,
the interpretation of findings and the conclusions drawn from these, as well as the
publication and implementation of outcomes. As a consequence, the way of doing
research shapes the reality of ‘mental health’.

This chapter will invite a reflection on the potential of qualitative research in
re-claiming the power of definition concerning mental health. Focusing on the expe-
riences of persons ‘at risk’ for a mental health problem, it aims at offering the oppor-
tunity for a co-construction of concepts such as risk, vulnerability, and mental and
(neuro)cognitive health. The aim is to highlight the particular value of the merger
of different methodological approaches for opening up definitional spaces between
scientists and research participants. It is grounded in the assumption that persons
faced with a health risk construct their personal narratives in order to find a mean-
ingful way to manage their situation and to (re-)gain a sense of agency, embedded in
their biographical and social context. Drawing on the technique of (self-)reflexivity,’
the potential and the challenges of qualitative research with regard to mental health
risk will be discussed.

The term ‘Western’—despite not being undisputed—is used in this chapter in order to describe a
“mind-set, a worldview that is a product of the development of European culture and diffused into
other nations like North-America” (Ermine, Sinclair, & Jeffery, 2004, p. 5). “Western’ comprises
an archive of knowledge and systems, rules and values, as well as intellectual, political, economic,
cultural, and social constructs extracted from and characteristic of Europe and the Western hemi-
sphere (Pellegrino, 1992; Smith, 2012). It includes fundamental attitudes to nature, reality, and
knowledge (Sachs-Jeantet, Sagasti, & Salomon, 1994), hereby shaping the institutionalised social
system within which knowledge production is embedded.

2We use the term (self-)reflexivity in the sense of a self-critique concerning the process of conducting
research and producing knowledge. This self-critique demands examining our role as researchers,
reflecting on how our particular background (such as our disciplinary and institutional socialisation,
biography, values and attitudes, bodily constitution, or relationship to the interviewees) may interact
with the research process, and on the power of presentation when publishing this research (Breuer,
Muckel, & Dieris, 2019).
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7 Re-claiming the Power of Definition ... 137

Being ‘at Risk’ in the Context of Dementia and Psychosis

Techno-scientific progress in biomedicine implies increasing opportunities for the
early detection of disease risks (Aronowitz, 2009; Clarke, Shim, Mamo, Fosket, &
Fishman, 2003). Advances in the field of predictive and preventive medicine can be
considered a blessing, since ever earlier prediction is associated with the promise of
better chances to prevent and treat disease and suffering. However, being confronted
with health risks also implies challenges to mental health and well-being, requiring
persons to find a balance between threat and confidence (Gillespie, 2012).

Both for psychosis and for dementia due to Alzheimer’s disease (AD), efforts
during the past decades were—and still are—directed at as precise and as early as
possible diagnosis of prodromal stages of the conditions long before the full clinical
picture can be observed.

In the case of AD, research aims to clinically identify early symptomatic stages
such as mild cognitive impairment (MCI) or the even preceding subjective cognitive
decline (SCD) (Albert et al., 2011; Jessen et al., 2014). MCI is associated with
a risk for the development of dementia which is increasing in combination with
a biomarker-positive testing (cerebral amyloid deposition and aggregation of tau
protein; Jack et al., 2018).° In the case of psychosis, symptom assessment checklists
and criteria for a ‘high-risk’ state were developed to identify the impending risk
for transition to psychosis. Terms such as the clinical-high-risk state for psychosis
(CHR), at-risk mental state (ARMS), or ultra-high-risk state (UHR) are used to
describe the condition of individuals assumed to be in a pre-psychotic phase and to
identify the impending risk for transition to psychosis (Fusar-Poli, 2017).

While there is agreement that early intervention is beneficial in terms of a person’s
long-term development, there is currently no unequivocal evidence concerning the
most effective and efficient preventive interventions for either conditions. Concerning
treatment options, in case of AD no cure exists to date. Meanwhile, the combination
and probabilistic form of medical risk factors leaves the individual unclear concerning
their relative effect, and without certainty about the future. Notwithstanding this, the
‘power of definition’ with respect to health risks predominantly lies with profes-
sionals, i.e., scientists or health professionals, implying that there is one appropriate
way of understanding and interpreting risk-related information, and transforming it
into health-promoting behaviour.

3MCl is connected with a 33% risk for developing dementia (Mitchell & Shiri-Feshki, 2009). MCI
in combination with biomarker-based AD is associated with an increased risk of up to 59% for
the development of dementia in the next three years (Vos et al., 2015). If the biomarkers remain
inconspicuous or partially inconspicuous, risk probabilities of 5 and 23% apply. This means, so-
called persons atrisk do not only have to deal with the designation ‘persons atrisk” or ‘MCI-patients’
but also with the medically determined probabilistic understanding of risk (cf. Jack et al., 2018).
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Making Sense of Risk—Risk Literacy and Meaning-Making
in Mental Health

People confronted with a health risk need to make sense of the information commu-
nicated to them, such as probabilities, percentages, prognoses, as well as recom-
mendations regarding prevention and treatment. Meaning-making can be consid-
ered as crucial in the process of coping with a challenging situation in life (Park &
Folkman, 1997). Risk literacy is defined in terms of mathematical and logical transfer
skills such as understanding percentages, estimating an individual risk based on a
population risk, and deriving appropriate decisions and actions from the ‘correct’
risk appraisal (Gigerenzer, Gaissmaier, Kurz-Milcke, Schwartz, & Woloshin, 2007).
However, critical health literacy as the capacity to critically appraise information
against the background of one’s personal lifeworld, values, and preferences, is much
less in the focus of research and public debates (Sykes, Wills, Rowlands, & Popple,
2013). Hence, it can be argued that the capacity to make sense of one’s own health risk
and to translate this meaning into some form of coping is predominantly defined from
a scientists’ and health professionals’ perspective, and is associated with patients’
virtues of listening to and adhering to medical advice. In relation to risk literacy,
Samerski (2013) describes the phenomenon of ‘epistemic confusion’ since a person
needs to conflate a statistical risk profile with his or her personal situation in order
to be considered as ‘risk literate’.

Scientific Knowledge Production and Power Relations
in Mental Health

Definitions of at-risk states in mental health require discussions about the transi-
tion between ‘order’ and ‘disorder’. Psychiatric and neurocognitive diagnoses are
used to categorise the emotional and behavioural traits to be considered as ‘disor-
dered’, hereby setting standards for ‘normality’ (Albert et al., 201 1; Timimi, 20 14).4
The conception of ‘disorder’ is highly debated in the field of mental health (Frances,
2014; Gronemeyer, 2013; Schaarschmidt, 2018; Wakefield, 2012). Psychiatry claims
for itself the power of definition as to which behaviour or cognitive state is healthy
and which is deviant, pathological, and in need of treatment. Discussions about
the nature of a mental disorder, its aetiology, and the validity of risk factors are led
among clinicians and scientists, while people experiencing the risk-related symptoms
or syndromes are usually understood as the recipients of the resulting knowledge,

4All preliminary stages of dementia symptoms are defined as still being able to perform everyday
tasks without larger limitation, even if now and then it may be necessary to overcome word finding
disorders, forgetfulness and disorientation (as with MCI). Only in a second step biomedical markers
of risk become relevant, but then with a strong classification and the label ‘risk for AD’, not only
cognitive decline (of any category).
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not as experts entitled to partake in the debate or in the planning of their thera-
peutic process. Moreover, explanatory models tend to be increasingly dominated by
biomedical perspectives (Bearden & Forsyth, 2018), while other approaches such as
psycho-dynamic explanations or patients’ self-experience are upstaged (Schultze-
Lutter, Schmidt, & Theodoridou, 2018). At the same time, mental health problems
and cognitive decline are seriously stigmatised, resulting in social labels based on
arbitrary societal and medical norms. For example, medical, scientific and public
discourses about dementia or schizophrenia tend to be catastrophising (e.g. Zeilig,
2014), shaping the political, social, and medical narratives around AD and psychosis.
In this chapter, we aim at adopting a bottom-up approach to gain an in-depth under-
standing of the individual constructions of meaning among persons whose mental
health is considered being at risk: How do they make sense of this information? How
do they describe their situation, either with or without referring to the term risk?
What are the implications of the awareness of their risk for their everyday life?

Researching Mental Health ‘at Risk’: Methodology
and Method

Narrative interviews with persons faced with a health risk in different clinical fields
(psychosis and dementia due to AD) from two studies (RisKomp, hereinafter ‘study
on psychosis’ and PreDADQoL (cf. Rostamzadeh et al., in press), hereinafter ‘study
on AD’) will constitute the empirical base for the analyses in this chapter. The
differences between the approaches in both studies are described in more detail
in Box . Overall, narratives will be analysed in a circular process using comple-
menting methodological perspectives from two disciplines: ethnology® and linguis-
tics. Herein, particular attention will be drawn to methodological and ethical issues
of assessing concepts such as ‘risk’ and ‘vulnerability’; as well as the importance of
(self-)reflexivity in conducting research in this field.

The two studies we refer to in this chapter both employ a qualitative design
emphasising significant similarities in terms of the value of narratives. We aim at
addressing the benefits and challenges of mental health research based on narrative
knowledge, outlining the role of (self-)reflexivity in the research process by merging
the findings from 20 interviews (10 from each study). In the following paragraphs,
we will provide a short overview of the methodology used in both studies, focusing
on sampling strategy, interviews, reflection, and analysis.

SFor this contribution, we employed an ethnological approach to make use of a theoretical frame-
work for comparative analysis with the aim to gain insight into both cultural phenomena and research
processes concerning ‘persons at risk’ of psychosis or AD. While ethnography refers to a method-
ological approach based on fieldwork for the in-depth study of a particular culture, ethnology allows
for comparison and the identification of overarching structures, principles, and relationships (Flem-
ming, 2010). An ethnographer is constructing a theory that will make intelligible what goes on in
a particular social universe. A comparativist (i.e., an ethnologist; author’s note) is trying to find
principles common to many different universes (Goodenough, 1956, p. 37).
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Sampling Strategy

Since there are hardly any evidence-based guidelines for the ideal size of the sample
(Guest, Bunce, & Johnson, 2006), the decision on the sample size was taken based
on the research question, the choice of methods, the sampling strategy and the avail-
ability of research resources. Also, we took the conventions in research literature and
practice (Mason, 2010) into consideration. Our project partners® recruited the study
participants according to collaboratively defined inclusion and exclusion research
criteria, based on medical indications.

Data Collection

The qualitative data of ‘persons at risk” were collected by means of narrative inter-
views (psychosis) and episodic interviews with a main narrative and a minor semantic
part (AD) which both led to a significant proportion of uninterrupted narratives and
free-flowing interactions (see methodological details below). As a central method of
ethnographic as well as linguistic approaches (Deppermann, 2013; Groleau, Young,
& Kirmayer, 2006), narrative and episodic interviews produce data that can give
an insight into a person’s individual perceptions, stratifications of experience, and
entanglements of life-events (Schiitze, 1983). A particular feature of our study on AD
was the inclusion of one close other (e.g. spouse or close family member) with each
patient. It is a common practice in memory clinics that a relative is closely involved
in the diagnostic procedures and the counselling appointments. It was hence our
aim to learn more about their individual perception of the (troubling) prospect to
be a caregiver or even the present experience of being a ‘pre-caregiver’ (Largent
& Karlawish, 2019). The dyads (of patients and close others) were interviewed
separately but directly one after another.

Methodologically, we aimed at generating hypotheses on how persons
confronted with the condition of being ‘at risk’ interpret this information
and how they make sense of it in the context of their lifeworld. We therefore strived
for a participatory perspective in defining our central concepts based on our inter-
viewees’ individual perceptions and experiences, in order to generate theories on
the subjective meaning of risk grounded in these empirical findings, and to let them
re-claim the power of definition.

With a view to such explorative outcomes, the methods of the guided narrative
interview (Nohl, 2017) and the episodic interview (Flick, 1997) seemed to provide a
fruitful ground for data collection (cf. Box 1). In both studies, a topic guide was used
flexibly in the interview process in order to provide adequate space for the individual
narrative construction. By asking further in-depth questions on aspects brought up

6In the case of psychosis, the FETZ (Cologne Early Recognition and Intervention Centre for mental
crisis), and in the case of AD, the ZfG (Cologne Memory Clinic), both at the department of Psychiatry
and Psychotherapy at the University Clinic of Cologne, Germany.
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by the interviewee or questions on concrete situations of experiences the interviewer
could stimulate the generation of additional complementing and/or more detailed
accounts. This can provide not only information on the personal background and
perceptions of risk, but also on how these are described in the interviewees’ everyday
language and embedded in social processes and cultural contexts.

Interview Procedures

In the study on psychosis, we used narrative interviews with the aim to put our inter-
viewees’ own perspective, interpretation, and subjective constructions of meaning
at the centre of their accounts. A flexible topic guide was employed to allow for
the unfolding of free narratives and the emergence of unexpected topics. We started
the interview with an open question on a concrete situation in which individuals got
confronted for the first time with the information of an increased risk. To elabo-
rate more in depth on issues raised during the interviewees’ initial open narrative,
focused questions were used for explication, reflexion, or to invite for more detailed
accounts (Groleau et al., 2006; Nohl, 2017). For in-depth exploration, the inter-
view guide included topics based on existing research (family, identity, othering,
health literacy) and additional questions formulated by the research team during the
preparation phase. These were mobilised flexibly throughout the interview proce-
dure (opening/formal phase, opening question, additional in-depth questions, closing
phase), taking up the interviewees’ preceding accounts and referring to their wording.

In the study on AD, we used episodic interviews as a useful approach to rele-
vant experiences in life. The underlying idea is the differentiation of so-called world
knowledge into two parts: Firstly, episodic knowledge which comprises knowledge
that is linked to concrete circumstances (time, space, persons, events, situations),
secondly, semantic knowledge which is more abstract, generalised, and decontextu-
alised from specific situations and events (Flick, 1997). In the episodic part, which
leads to narrations, the interviewer asks (chronologically) for specific situations from
the life of the interviewee (before and after risk prediction and within those two times
for situations of the everyday life, social environment, current situation, expectations,
visions for the future, hopes and worries) in order to gain episodic knowledge. It is
particularly important for the later linguistic analysis that central terms are not prede-
termined and that the questions are as ‘innocuous’ as possible from a lexical point
of view. For example, “Can you describe to me how and why you got here?” (the
interviews took place in the memory clinic). In-depth question: “Can you tell me a
specific situation that explains to me how you felt about it?”. With a reduction to
deictics (here, it) the interviewees are invited to select and moreover name the central
aspects themselves.

The last part of the episodic interview focuses on semantic knowledge which is
achieved through semantic questions, i.e. questions for personal definitions, percep-
tions and understandings of certain terms which were used by the interviewee during
the interview or are generally of interest for the study. The statements can be combined
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and contrasted with the narratives and also help to interpret certain statements of the
interviewees (as well as the quantitative data of the study; cf. Rostamzadeh et al. (in
press)).

Reflexivity

In order to make researcher’s thoughts, feelings and subjective factors in the research
process visible, we decided to employ different reflection methods in the two studies.

In the case of psychosis, we developed a reflection-tool integrated in the interview
guide consisting of two subparts—notes (descriptions) and memos (interpretations
and feelings). It enabled the researchers not only to analyse the ‘subjectivity factor’
in the overall analysis process, but also to reflect their own attitude and behaviour
after each interview and so contribute to an increased richness of data.

In the case of our study on AD, we added metadata to each interview as material
for the reflexive process. It includes additional aspects of the interview that cannot or
was not recorded via audio taping, conversations and expression from the counselling
physician, and impressions from the first meeting with both participants from one
dyad (patient plus one close other). Concerning the analysed interview data, the
linguistic approach of the interactional analysis (Deppermann, 2008) is not only
focusing on expressions the interviewee utters but also the interviewer’s assertions.
In this way, the interviewer’s statements also become objects of the (team) analysis
and evaluation which encourages the reflection process. Since linguistic analysis is
focusing on ‘how’ and not only ‘what’ was communicated, it is necessary for the
interviewer to try to avoid certain key terms and predeterminations of vocabulary.

Analysis

In both studies, we focused on the multi-perspectivity of perception and strived to
reveal various levels and modalities of the concepts concerned. The following para-
graphs will demonstrate this by means of a detailed description of findings concerning
the interviewees’ perception and appraisal of their condition of being ‘at risk’, and
by reflections on the methodological opportunities and challenges we encountered
throughout the research process. The data used in the following discussion part orig-
inate from the interviews (psychosis and AD), the reflection-tools (psychosis), and
single aspects of the metadata protocols (AD) (Box 1).

In the field of health sciences, interviewees’ statements are often analysed from
a thematic point of view, considering the interview as textual access to the social or
psychological reality of interviewees, hence representing a more realist approach to
data analysis (Willig, 2012). By contrast, in our analysis we strived for a more rela-
tivist perspective, understanding the interview narratives as situated co-constructions
between interviewee and researcher.
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Our ethnological approach was embedded in the Reflexive Grounded Theory
methodology (Breuer et al., 2019). To enrich and complete our core data set of narra-
tive interviews, we worked with additional data in the form of field notes, memos,
and “thick descriptions” (Geertz, 1973) based on our self-reflection tools. Further-
more, we integrated reflexivity in the process of data analysis as a tool to make the
researchers’ subjectivity visible (Reichertz, 2015). Apart from this methodological
triangulation (Denzin, 1970), we also strived for a researcher and theory triangula-
tion which can be considered as crucial for an ethnological approach to our research
field. The involvement of different disciplines within the research team allowed for
a complex range of perspectives on the data, approaching it from different angles
in terms of concepts and theoretical frameworks. The ultimate goals of our analysis
were (1) to get as close as possible to the actors and let them speak for themselves, in
their images and narratives; and (2) to generate preliminary theoretical explanations
based on the empirical data.

The linguistic approach of interactional analysis (Deppermann, 2008) under-
stands interviews as situated practice in which social structures of meaning are
jointly created. Both the interviewees’ and the interviewers’ assertions are focused
upon equitably during the process of analysis (even though the research questions
and overall results might focus the interviewees’ perspective only). As Deppermann
(2013) points out, this approach prevents the analysis of the interviewee’s statements
without the reflection and analysis of what the interviewer emits or adds to the conver-
sation—and most importantly ‘how’ he or she communicates. For this reason, it is
essential that the audio-data is transcribed into the linguistic GAT2 system (Selting
et al., 2009) which is close to the “Jefferson transcription system” and implies that
overlaps of conversation elements, interruptions, and pauses are accurately repre-
sented. Furthermore, it appears to be a fruitful approach to consider the questions
‘what’, ‘how’, and ‘why’ successively and iteratively during the analytical process
to shed light on relevant spoken elements, linguistic practices, forms, and semantic
aspects as well as functions of those (Birkner, 2000).

For an integration of both the linguistic and ethnographic approach, we employed
a comparative meta-analysis of the existing data in both projects in order to explore
in-depth the findings and the methodological lessons learned from doing research
on risk in the context of mental health. After data from the two projects had been
analysed separately to answer the respective research questions, we discussed our
findings and observations across both projects within the research team; and we
compared our category systems in terms of intersections and differences. In this
way, we identified our central categories with regard to the condition of being at
risk (cf. section ‘Insights from the Interviews: Naming, Explaining, and Coping’):
naming, explaining, and coping; and we discovered overarching issues in terms of
reflecting on our methodology and the research process (cf. section ‘Methodological
Reflection: Negotiating Vulnerability and Normality’” and Box 2).
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Box 1: Overview of the two studies presented in this chapter

Study on AD

Study on psychosis

Name

Ethical and Legal Framework for
Predictive Diagnosis of Alzheimer’s
Disease: Quality of Life of Individuals
at Risk and their Close Others
(PreDADQoL)

Health Literacy in Persons at
Risk—From Information to Action
(RisKomp)

Project leaders

Ceres, the Cologne Center for Ethics,
Rights, Economics, and Social
Sciences of Health, University of

Ceres, the Cologne Center for Ethics,
Rights, Economics, and Social Sciences
of Health, University of Cologne

Cologne University Hospital Cologne
University Hospital Cologne
Fundacié ACE Barcelona

Study design Binational longitudinal mixed methods | Multi-method study including

study including an ethical and legal systematic reviews and qualitative
framework (cf. Rostamzadeh et al., in | interviews
press)

Aims of the study (1) to determine attitudes and (1) to better understand health literacy
expectations towards the AD-risk of ‘persons at risk’ in four different
prediction and elucidate the effect clinical fields, (2) to underpin it
on the participants’ QoL in order to conceptually and (3) to make it
provide a guideline for information fruitful for health care
and counselling; (2) to discover
semantic content and
multiperspectivity of concepts such
as risk, QoL, satisfaction and
well-being

Participants Persons at risk for dementia due to AD, | Persons with an increased risk of

namely patients with MCI, who can
optionally undergo a risk prediction,
and one close other (family member; as
an individual, not as a proxy informant)
each (person at risk + close other =
dyads)

developing a certain disease or an
unfavourable course of the disease in
four clinical fields: familial breast and
ovarian cancer, coronary heart disease,
psychosis and AD

Data of the project

Quantitative data from 50 dyads at 3
visits (in Cologne and Barcelona),
qualitative data from 15 dyads at 2
visits from the German side only

Qualitative data from 40 narrative
interviews (10 in each clinical field), 40
body-maps and 40 field notes data sets

Data used for this chapter

10 episodic interviews with narrative
parts of around 30 min each, 5 from
baseline (before predictive testing), 5
from the 3-month follow-up

10 narrative interviews with an average
duration of 61 min, 10 field notes data
sets

Data type

Audio-data, transcripts (GAT 2, basic)

Audio-data, transcripts, field notes data
sets

Collection of metadata

Demographic data, medical
records/explanations, interview
metadata (interviewers’ impressions
and crucial non-verbal aspects on the
background, the atmosphere or
information the physicians shared with
us in advance/after the interview) —
used only additionally

Socio-demographic data (age, sex,
marital status, cultural, educational and
professional/occupational background)
and field notes

(continued)
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(continued)

145

Study on AD

Study on psychosis

Method

Episodic interviews with a main
narrative and a minor semantic part
(Flick, 1997)

Narrative interviews (Nohl, 2017)

Interview topics

Everyday life, social environment,
current situation, expectations, visions
for the future, hopes and worries

Perceptions and experiences of risk,
health and sickness, identity, family,
everyday life, current situation, coping
strategies, otherness and health literacy

Procedure

Chronological according to the
participants’ experiences, beginning
with the first impression or feeling of
impairment (at baseline), impressions
and feelings since the risk disclosure
(at 3-month follow-up), both
thematically open

(1) Open question (“Tell me about the
first time when you were
confronted with the topic of being
at risk of developing psychosis?”),
(2) free part and (3) body-mapping
exercise (“How would you depict
the feeling of being at risk of
developing a psychosis?”) with
comment on the drawing

Significant aspect

Questions and in-depth questions on
concrete situations and experiences,
semantic questions

Narrative interviews combined with
memos (to make the researcher
subjectivity visible)

Method of analysis

Linguistic interaction analysis with a
focus on lexical and semantical
aspects; metadata protocols as an
analytical support, but focused on the
aspects of perception that are revealed
trough individual linguistic expressions
(Birkner, 2006; Deppermann, 2008,
2013)

The process of data analysis was
embedded in the Reflexive Grounded
Theory (Breuer et al., 2019) based on
three pools of data—the interviews (as
audio and transcription), the body maps
(incl. the verbal comments on them)
and the field notes data sets (in the form
of self-reflexion tools)

Results and Discussion

The following section consists of two subparts, which draw a common line of method-
ological reflection across both projects, hereby emphasising the opportunities and
challenges that our teams faced doing qualitative research on mental health within the
context of risk and medical prediction. It encompasses content-led results in negoti-
ating vulnerability and normality from a bottom-up perspective (‘Insights from the
Interviews: Naming, Explaining, and Coping’), and process-led reflexivity discussing
the interview as a method of data generation, the negotiation of roles and respon-
sibilities, as well as ethical reflections throughout the research processes (‘Method-
ological Reflection: Negotiating Vulnerability and Normality’). The sub-sections
mirror methodological opportunities and challenges in the field of tension between
biomedical understandings of risk and a person-oriented bottom-up approach.
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Insights from the Interviews: Naming, Explaining, and Coping

The notions of vulnerability and normality play a central role in all steps of the
research process and in all levels of content generation. Defining the persons at
risk as a vulnerable group in the beginning of the research process challenged the
idea of mental resilience, the explanatory models of risk, and raised questions about
the factors that trigger and/or regulate this vulnerable condition. We will present
findings from both studies along three categories that we identified in the interviews
with regard to the condition of ‘being at risk’: naming, explaining and coping. These
categories are selected because they thematically summarise essential stages of the
process that occurs within the scope of ‘being at risk” or ‘learning to be at risk’.

Naming

The naming of risk can have diverse implications in the context of different condi-
tions, as the following comparison of our interviews will illustrate. During the inter-
views with persons at risk of psychosis, it became clear that the naming of this
condition in the context of the diagnostic process had been perceived as a relief
rather than a threat. One reason was the affirmation of one’s own perceptions, and an
‘acquittal’ of being suspected of working oneself up into the perception of strange
sensations, and all symptoms being just an imagination:

PSYPO03 (Interviewee; study on psychosis)’

436 When you talk to some friends or so about it, who don’t really know anything about
437 it [.] I’'ve already heard it once or twice: Yes, I think you’'re exaggerating a bit,
438 or something. That is of course [..] hurtful. But if someone who's studied that and
439 says that, uh, so.. says: Yes [..] You're right, you have that.. and you actually

440 have a problem, that’s very affirmative.. in, so, for me [..]. Well, it didn’t

441 scare me now either, but I thought by myself: Now I know [..], I can do something
442 about it. That’s the first step.

The hard-to-communicate experience of ambiguous symptoms was replaced by a
tangible and nameable condition of being at risk of developing psychosis. The latter
might be perceived as more favourable, presumably because it can be explained by
biomedical knowledge and is more strongly connected to body processes.

The impact of risk on people’s lives and the notion of naming and vulnerability
also became obvious in terms of the role as a “patient”, which reveals the close
relation between the phase of naming and explaining the ‘at risk’ condition. This
role could be seen pragmatically, willingly engaging oneself with it, as reflected in
the first quotation; or as an enigma, to a certain extent associated with a loss of

definitional control, as emerging from the second quotation:

"The interviews were conducted in German language. Quotations were literally translated by the
research team; for better readability, language and grammar were smoothened (e.g. omission of
repetitions).
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PSYPO1 (Study on psychosis; P: interviewee; I: interviewer)

1098 P: (laughs) Has now rented a, uh, practice or so, a room and I am now one of the
1099 first patients, so.

1100 I: Oh so, ok. Because

1101 P: =Is it called ‘patients’?

1102 I: Yes, there are always discussions about it. Some say clients, others say
1103 patients=

1104 P: =B&hh, clients. Like somehow it’s a .. as if I give her money (laughs)=

1105 I: =Yes, I, uh, I always find that difficult, because I actually also don’t want to
1106 say ‘patient’ either, because you are now my interview partner, for example. But
1107 when you’re so medically minded, you automatically say ‘patient’.

1108 P: =Yes, so I don’'t find anything reprehensible about the term, so, it, I’'m just de
1109 facto one.

PSYPO04 (Interviewee; study on psychosis)

1015 And vet the feeling afterwards was as follows: Now somehow for one and a half or two
1016 Thours we have spoken to each other and described the problem as it were and that from
1017 this comes adiagnosis, yes, a diagnosis, or that somebody somehow can get an idea of
1018 something, uh, .. and just then with such standardised questionnaires somehow, uh,
1019 therefore, hard to imagine.. for me, or.. yes, if you are perhaps not a specialist,
1020 wuh, that you then have a clear picture of what is happening with these diagnostic
1021 instruments.

In our interviews with persons at risk for AD, the ‘possibility to give a name’
to the situation after the predictive biomarker testing sometimes is not experienced
as a relief but as a reason for their behaviour and a confirmation of their perceived
cognitive problems or the distrust towards their own mind. One participant (AD04,
MCI patient) pointed out that with a conspicuous test result she “had something to
say” when someone wonders why she “behaves so strangely”. Her husband (AD04,
close other), who was interviewed as part of her dyad, supported the positive effect
in his narrations. He mentioned that with a conspicuous test result he knew that his
wife “did not deliberately ignore him” but “acted in her disease”. In this case, a
medical label in the form of a risk status helps especially (close) others to classify
the perceived ‘abnormal behaviour’ and to find explanations for it—even if those
aren’t entirely certain.

In the baseline interview—before the predictive testing—most of the participants
showed a strong reaction to the terms ‘dementia’ or ‘Alzheimer’s disease dementia’,
even if the interviewer did not use the word in her own expression, but only referred
to the associated documents or situations in the interviewee’s life. This reveals a
different attitude to ‘naming’ at baseline compared to the follow-up interview after the
predictive testing. In the baseline-interviews from our study on AD, some participants
started to tell a story about a specific situation in which the idea of ‘being at risk
for dementia’ simply became ‘dementia’ and led to a different treatment or even
discriminating actions as in the interview segment below (ADO1). For the linguistic
analysis, it is crucial that the naming is performed by the participants themselves to
be able to analyse ‘how’ and ‘why’ something is communicated.
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ADOI (Study on AD, baseline interview segment with an MCI patient)

204 P: on the referral he wrote dementia (.) he knows ehm he doesn’t KNOW what that
205 I have dementia -

206 I: the family doctor?

207 no that is true (-) he doesn’t [know;]

208 P: [ ves ]

209 I: assumed maybe [non that ] was his assOMPtion.

210 P: [ves yes- ]

211 he assumed that I have dementia;

212 I: hmhm.

213 P: that’'s why the reception the receptionists are eh were suddenly different (.
214 different to me;

215 I: oh okay I understand

216 but this is they don’t mean it (.) do you think they mean is in a harmful way?
217 P: no no ((laughs))they a shout over as if I were deaf or so and MRS SCHMI::::D

218 ((anonymized)) as if I was not normal -

219 they are they don’t know how to talk those to those with dementia ((laughs)),

220 I: vyou are more experienced there right you gathered experience with your mother how
221 to handle this did you say before;

222 P: vyesyes -
223 I: and the receptionists maybe learn when there is written dementia on the sheet of
paper

224 learn to talk slower or something like that don’t you think,

225 P: yesyes ((laughs)) that is what they learn but he they don’t KNOW that I have
dementia

226 and talk like that to me because of a sheet of paper (.) yesyes.

At the beginning of the segment (204/205), the interviewee emphasises that although
“dementia” was on her referral from the family doctor, the latter does not know
whether she really has dementia. She emphasises the word “know” (204) and agrees
with the interviewer that it’s an assumption (211) but explains the consequences
immediately (213/214). From the emphasis on “know” (depicted in capital letters)
one can derive that the contrast between ‘knowing’ and ‘not knowing’ is very impor-
tant to the interviewee (‘assuming’ is introduced by the interviewer). The doctor’s
actions are perceived as irritating within this attitude. Later, after she had shared
her experience about the receptionists who suddenly behaved quite differently (and
visibly inexperienced) towards her due to the label “dementia” (217ff.), she returns
again to the aspect that the doctor did ‘not know’ anything concrete about her health
status (225) and that it is not okay to talk to her like this (she emphasises “so/like
this”) only because of a piece of paper (226) which underlines her distinction between
knowing and not knowing/assuming again. Asking the question ‘why’ she points out
consequences (actions of receptionists) and a responsible party (sheet of paper), one
can consider that she describes the deterministic aspect of the situation she was put
in.

In both studies, we found that the label ‘at risk of developing psychosis/AD’ plays
an important role in the process of negotiating the entanglement between symptoms
and personality, as well as the interrelation between labels for (naming), potential
causes of (explaining), and ways of dealing with (coping) the condition of being
‘at risk’. While the naming of risk can be experienced as a relief and a source of
agency, it can also entail a perceived loss of control and feelings of being trapped in
deterministic attributions.

65



7 Re-claiming the Power of Definition ... 149

Explaining

Current studies on physician-patient conversations in oncology show that physicians
strongly concentrate on treatment, while pushing questions about the cause of disease
into the background—even if patients repeatedly want to discuss the origin (Bentz
et al., 2016; Imo, 2017). In our studies, the situation is different, because on the
one hand there is no treatment and healing (AD) and on the other hand therapies
are protracted and assumed to accompany persons for a lifetime (psychosis). The
question of origin or source is therefore one of the most pressing concerns here.
In the case of psychosis, our study shows that individuals’ explanatory models of
origin of the (risk of) disease consist of internal (undeserved—genetic; deserved—
behavioural) and external (undeserved—family, social environment and life events)
factors. Drug use can serve as a good example for these closely intertwined factors.
On the one hand, drugs are seen as a risk factor for getting mentally ill and the
experienced symptoms as a side effect of a certain lifestyle:

PSYPO1 (Interviewee; study on psychosis)

266 And of course, especially when you start smoking grass, you get to grips with

267 the story, where it actually comes from and how it works and what THC actually is
268 and, um, then, in the course of that, you naturally also come across studies that ..
269 talk about the increased risk of psychosis from long-term consumption and .. (?)

270 Yes, and almost .. (laughs) I smoked that for almost six years. Um .. therefore ..
271 Well, I knew the risks, but I didn’t care about them.

On the other hand, drug use is perceived as a ‘defence mechanism’ and a way to regu-
late stress: Drugs play the role of ‘a catalyst’ that brings problems up to the surface
early enough to make them obvious for oneself and the others, hereby accelerating
the process of searching for help. This unavoidably raises questions of responsi-
bility: “I have the feeling that I have ruined an area in my whole life!” (PSYPO8).
This feeling of guilt and responsibility has been an object of research in other clin-
ical fields (e.g. the notion of ‘genetic responsibility’ in familial breast- and ovarian
cancer—Etchegary et al., 2009, Hallowell, 1999). Here again, the tension between
biomedical versus individual biographical explanations (Holmberg, Waters, White-
house, Daly, & McCaskill-Stevens, 2015) becomes obvious. For the researcher, this
may imply being confronted with an expectation to provide an ‘objective’ opinion in
the context of a narrative interview, for example, concerning the question of whether
or not one is responsible for the condition of being ‘at risk’.

Parallel to this notion, individuals attempt to ‘normalise’ this ‘at risk’-condition
by labelling the “awkward moments” and “crazy thoughts” as “normal” for each
human being. The border between disease and health in this case is not marked by
the fact that these crazy thoughts emerge but by the way of handling them. Our
findings demonstrate that persons ‘at risk’ perceive the concept of risk in a fluid
dimension, with the impossibility of defining a starting and an ending point.
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PSYPO4 (Interviewee; study on psychosis)

796 But also a thing I didn’t think about at all before, so.. so the basic attitude,

797 someday, you know? You can get any type of illness at some point, come down with

798 something, or somehow suffer from something. But so that, uh, there could actually be
799 something that somehow comes from the head and so without external influences, or

800 not. To say: Ok, you have this and that disease concretely, but that it is somehow
801 something that is not tangible.

In our interviewees’ narratives, we identified indications of how they construct
meaning concerning their situation; for example, they described their risk as an
inherent part of their biography. This reasoning was based on three sources of infor-
mation: (1) risk prediction is based on symptoms which are perceived as an inherent
part of the personality (“dreamy person” (PSYPO03), “class clown” (PSYPO1), “I grew
up with it” (PSYP06), “I usually fantasize” (PSYP09), “I was always the weirdo”
(PSYP10)) and thus a part of their ‘normal’ everyday condition; (2) prior experience
with other therapies; and (3) intuition.

In our study on AD, the question of origin or source was not one of responsi-
bility, even though behavioural risk factors have been described as well.® The risk is
depicted much more deterministically (‘the disease hits you’) regardless whether the
factors are internal or external. The essential way of dealing with the question of the
origin culminates in considerations about heredity and detailed stories about family
members with dementia. Some participants are quite sure that this will be their or
their partner’s “fate” (99), others hang on the hope “that the cup will pass them by”
as the participant in ADO2 (091, 098).

ADO2 (Study on AD, baseline interview segment with an MCI patient)

87 P: yes MAYbe I am er (.) I am OLDer than my brothers and they are quite er demented;
88 one of them Max ((anonymised)) we always- with him I always went outside for a walk
89 but this is difficult now;

90 I: why,

91 P: vyes he is quite er er: demented now and I hope that this cup will pass me by (--)
92 but you never er know -

93 I: could you describe this feeling to me in a more detailed way?

94 P: I REALLY have poor preconditions with our parents it was like that with my father

95 first and with my mother later but she wasn’t so (.) so aggressive then-

96 but I am the third er the first but now the least ((laughs)) it doesn’t always
97 hit everyone.

98 I hope like I said that the cup will pass me by but my wife says that it is the
g9 family’s fate (--) so far.

100 she also called ((the clinic)) and made the appointment.

The process of ‘explaining’ in the case of risk for dementia due to AD sometimes
even starts before the (new) ‘naming’ and may change in the course of the prediction
procedures. Perceptions and explanations are different before and after predictive
testing:

Before the predictive examination, two types of participants’ perceptions were
observed. Some pointed out that they are suffering from dementia, others that

8Biomedical factors for dementia due to AD are also combined with modifiable risk factors, such
as lifestyle-related factors (unhealthy diet, alcohol consumption, smoking, cognitive inactivity,
physical inactivity and low education), cardiovascular risk diseases (diabetes, hypertension, obesity)
and psychosocial factors (depression, social inactivity) (Livingston et al., 2017).
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they are only ‘cognitively impaired’ and there is a strong possibility of remaining
or improving beside the option of dementia (cf. Schwegler, Rostamzadeh, Jessen,
Boada, & Woopen, 2017). Simultaneously, the latter explain duties or aspects from
their everyday life to demonstrate how they are integrated, needed, and still perform
well. For example, the interviewee (ADO1) in a later segment points out that she could
no longer take care of her mother if she had dementia herself. After the predictive
examination, participants with two suspicious biomarkers (biomedical interpreta-
tion: 59% likelihood to develop dementia due to AD within the next three years)
did not mention the possibility of remaining or improving anymore, but still narrate
stories around their good performance to explain aspects of their capabilities to their
interview partner.

In summary, our findings show that different attribution patterns are involved
in the process of explaining one’s situation of being ‘at risk’. Relevant dimensions
concerning the origin or source of one’s risk are related to questions of fate and guilt,
internal or external causes, changes in explanatory models before and after risk
testing and disclosure, as well as the endeavour to normalise one’s experiences and
integrate them into one’s personal narratives. These different layers of interpretation
are strongly intertwined with the individual’s perceived and enacted opportunities to
cope with their condition.

Coping

The analysis of our interviewees’ accounts showed that the process of meaning-
making (Park & Folkman, 1997) with respect to the at-risk state is closely related to
individual coping mechanisms. The narratives reveal differences between persons at
risk of psychosis and AD in terms of their coping strategies and also with regard to
their experienced sense of agency and quality of life (QoL).

Coping in the context of risk for psychosis implies the notion of vulnerability in
terms of keeping-up with everyday life on the one hand and reflecting on one’s
individual illness prevention on the other hand. The notion of risk, the process of
meaning-making and coping appear to be tightly entangled. The risk symptoms are
perceived as a particularly strong and sophisticated warning and defence system
enabling individuals to get control over the condition of imbalance. Risk is seen not
as the enemy that should be controlled, but much more as a team player who can help
to control the symptoms, and as a protective mechanism for mental health of each
human being. As the quotations below exemplify, our interviewees’ narratives show
the potential of meaning-making as a resource for (re-)constructing order instead of
surrendering to disorder; for “achieving congruence between an individual’s global
meaning and the appraised meaning of a particular event” (Park & Folkman, 1997,
p- 116). Discussing risk with others is described as a strategy to understand and deal
with it. At the same time, it should not be given “too much space” in order to keep
the balance:
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PSYPOS (Interviewee; study on psychosis)

361 As I've just explained, with me it’s stress that causes the symptom to get
362 worse. Well, I think it makes sense to know what’s there, but it shouldn’t
363 be over-, uh, over-dramatized.

In contrast to the medical understanding of risk as a threat, our interviewees’
accounts suggest that they also associate an idea of agency with risk, as the following
quotation illustrates.

PSYP10 (Interviewee; study on psychosis)

28 That is, there is a very high risk of, um, getting schizophrenia or

29 psychosis. Um. I know that in most cases it is determined by stress and
30 diet, thus determined by life. If one lives a healthy life and avoids
31 stress, then risk will in any case be lower.

The individuals in our study on AD are considered vulnerable because of their experi-
enced and medically ascertained cognitive impairments (MCI diagnosed). Although
they are still fully capable of shaping their everyday lives, they and their relatives
noticed that they display cognitive difficulties. In addition to the risk, these individ-
uals have to live with ‘first symptoms’ which they have to understand and evaluate
for themselves. One understanding of risk (in combination with minor symptoms) is
to implicitly go through and review the family history. Risk is strongly linked to heri-
tability, and in a next step to subjective certainty of suffering from AD, combined with
fear towards this condition. ‘Being at risk for AD’ basically does not trigger thoughts
of consequentialist agency, but traps some persons in deterministic attributions and
the search for explanations.

Overall, coping appears to be a process starting long before a risk disclosure
following predictive testing. Due to interviews at two points in time (before/after
predictive testing), our study on AD can shed light on different phases, variations
and manifestations of this coping process in individuals with MCI symptoms and a
risk for dementia due to AD:

Before the predictive testing some patients showed verbal self-distancing from
the possible disease or diseased persons: From a linguistic point of view, it is very
interesting that the interviewee in ADO1 in her story (213-219) uses descriptive
elements and deictic expression to distance herself both in terms of time and space
from “those with dementia”/“them”. This is in line with the attitude that dementia is
just an assumption.

Directly following predictive testing, conspicuous test results can be shocking and
unexpected as described in ADO3 as “a punch back” (039) which led to a “breakdown”
(042) and needed “time to digest” (045).

Inthe segment ADO3, one can see from the progress of the conversational sequence
that normality can be restored within the narration: The interviewee begins at a
normality, which he summarises by himself as “everything was fine” (043). This
normality was disturbed by the conspicuous test result. Afterwards, he establishes a
‘new normality’ by comparing himself with a ‘truly diseased” person on the one and
(average) persons at the same age on the other hand: “my father had it really badly,
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but with me, it is something totally different. What I have is normal for my age, but
just, er, conspicious” (051-053).

After the predictive testing, in the light of first symptoms, some individuals developed
a more ‘conscious experiencing’ of future actions regardless of a result with two,
one or none suspicious biomarkers.

ADO3 (Study on AD, 3-month follow-up interview segment with an MCI patient)

032 I and then you came back in agAIn for the risk disclosure [right],

033 p [ves 1.

034 I: when the results were [THERE]-

035 P [ves 1]

036 er yes then the situation was a LITtle different.

037 I: mhm;

038 P: the professor was with us (.) huh,

039 and er this and that (-) and this and that was (.) of course a punch back (-)

040 er (---) but told me again YES oKAY but within a small er rANge

041 that one can do something or something IS to do if something happens -

042 an there I was inside I won't say broke down this would be OVERstated.

043 but damn it, that CAN’t be (-) so far they told me everything was fine and it gets
044 better and then they told me so to say unconcerned nevertheless we found something;
045 then I needed some amount of time to digest that;

046 I: and now,
047 P: vyes er basically like always;

048 before some days were good some were bad,

049 that is so to say normal in my age if I may put it this way (-)
050 I am continuing normally now.

051 my father so to say had it badly (-) really badly,

052 but with me (-) it is something totally different.

053 what I have is normal for my age (-) but just er conspicuous.

As this section illustrates, the interview can be a space for the negotiation of questions
about self-perception, self-awareness, agency and determinism, as well as for the
narrative restoring of (a new) normality.’

Methodological Reflection: Negotiating Vulnerability
and Normality

Throughout the research process, by means of reflexivity, we aimed at creating a
space for re-defining the power of definition, including notions of vulnerability and
normality, with regard to risk. In the following, we will discuss central methodolog-
ical issues that emerged in the course of our studies. These include the planning
and preparation of the study, the sampling strategy, the interview process, roles and
responsibilities between researcher and interviewee, ethical considerations, as well
as data analysis and interpretation. Our reflections aim at providing insights into

9 Alongside to the role of meaning-making, the interrelation between coping with risk and QoL
became visible in both projects during data analysis. For example, the episodic interviews in our
study on AD provided us with the opportunity to capture differences between individual descriptions
of QoL (in the narrative part), concrete specifications (from the semantic part), and a ‘scientific’
understanding used in common definitions of QoL (c.f. Rostamzadeh et al., in press; Woopen, 2014).
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opportunities and challenges related to the practice of doing research on risk in
mental health.

Ethical Considerations Concerning the Notion of ‘Vulnerability’

In the process of designing the research, we classified the condition of being consid-
ered as a person ‘at risk’ as vulnerable. This had implications for our ideas of the
appropriate way to encounter our study participants during the interview situation,
and for our assumptions about the impact of risk on their lives.'” But which impact
does this vulnerable condition have on the research process and the interview topics,
and how can the researcher handle it?

Although the narrative interviews were conducted based on a flexible topic guide
and open dialogue, the potential distress caused by certain individual topics was a
central concern in the research process. Itis true that in an open research format, infor-
mants determine themselves, based on their own relevance criteria, which aspects of
risk experience and understanding of health and disease are in focus. This however
does not exclude the possibility that sensitive, stressful or traumatic experiences may
be brought up in the course of the interview. For the interviewees, this could mean
a danger of being confronted with these experiences again and of overemphasising
their ‘vulnerable condition at risk’ or their ‘patient role’ through the narration. We
therefore took precautionary measures to avoid additional stress for the research
participants presumably caused by the narrative interview. At the outset of the study,
thorough reflections on the balance between potential benefit and harm for study
participants were made in the context of applying for ethics approval. During the
interview, we made continuous careful considerations, weighing our curiosity as
researchers and the wish to attain as much information as possible against the fear
of undue confrontation and intrusion, and the wish to protect the interviewees from
distress. At the end of the interview, we offered our participants the opportunity to
give us a signal of stress or unpleasant feelings, using a feedback form they could
return to us in a sealed envelope. In some cases, we made a follow-up telephone call
or emailed participants when we had the impression that the interview may have left
them behind too agitated. Overall, our participants described their experience of the
interview situation as comfortable and caring; however, it could also be perceived
as a distressing situation. Some of them described it as pleasant to talk to someone
unknown who is not a family member or their physician, or they reported that it had
been interesting and helpful for them to reflect on their situation during the narrative
interview. This is in line with observations by other authors about the potential of
the narrative interview as an ‘identity-forming action or discursive production of the
self” (Lucius-Hoene, 2002, p. 178) that may even have a healing effect (Rosenthal,

10 After considering risks and benefits for the informants, as a first step, the research team developed
a guideline for the conduct of the interviews, for the process of pseudonymisation and for the
publication of the results according to the “principle of non-harm” (Hopf, 2005).
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1995). Since there is no guarantee for this positive effect, we nevertheless directed
our efforts at avoiding stress and possible harm.

In the course of the interviews for this study, it became obvious that the topic of
family is one of the most sensitive when doing qualitative research in this clinical field.
A major question was how to ask about family without aggravating this vulnerable
condition?

In spite of various discussions and researcher self-reflection, we cannot offer a
general solution. After analysing the data, we realised that each researcher’s decision
whether to ask further questions or not and when to change the topic was based on
‘inner feeling’. The choice is based on an ethical judgement that researchers will
need to make for themselves, and preferably discuss with colleagues in the team, or
use other spaces for reflection such as intervision or research workshops.

Qualitative Research in a Medically Oriented Scientific Environment

In the process of research conceptualisation, our teams faced the challenge of two
fundamentally different approaches in the way of designing the research process. Ina
medically oriented environment, operationalisation of research questions is expected
to follow a standardised approach based on predetermined definitions of risk and QoL.
This confronted us with conflicting ideas about the appropriate sampling strategy or
the suitable ways of collecting data.

As a compromise, concerning the criteria for in- and exclusion of participants, we
agreed on medically defined criteria of ‘persons at risk’ of developing psychosis or
AD."" This decision requires a further methodological reflection on our sampling
strategy. Defining biomedical inclusion and exclusion criteria is an attempt to objec-
tify individuals’ intuitive feeling of risk and automatically excludes persons who feel
at risk without having a biomedical explanation of this feeling. This strategy should
be critically reconsidered in future studies. A possible solution is to circumvent
the strict—and temporary—medical criteria by including an additional criterion of
‘feeling at risk’. The recruiting process could take place both in cooperation with the
medical prediction centres and randomly with the help of adverts or announcements.
Concerning the operationalisation of research questions, we encountered challenges
in terms of the degree of openness and standardisation in approaching concepts of
interest such as risk or quality of life (QoL). Our studies aimed at an open, discovery-
oriented approach providing a bottom-up perspective in order to generate a definition
grounded in empirical data. In our study on psychosis, the iterative process alternating
between data collection and analysis (Palinkas, 2014) offered a fruitful ground for
several transformations related to the research setting, methodology and research
relationship between interviewer and interviewee. However, such an approach meets
resistance and requires methodological negotiation in a primarily medically oriented
research environment.

'I'The only individuals who can currently obtain a predictive test in clinical practice are patients
(medically) as MCI.
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We also realised how different methodologies can result in divergent findings
on a seemingly consensual concept such as QoL. In our study on AD, the overall
focus of the mixed methods approach (cf. Box 1) was on the effect of risk prediction
on the QoL of persons at risk and their family members. We aimed at contrasting
the findings of the common and established standardised questionnaires on QoL,
satisfaction with/in life and well-being with the findings of the qualitative approach:
Within the narrative parts of the episodic interviews—in which we explicitly avoided
terms such as QoL, satisfaction or well-being—together with the semantic part of
the interview—in which we explicitly asked for subjective specifications of those
terms—we were able to shed light on the subjective descriptions of the semantic
field of QoL and related concepts such as well-being and risk. This can lead to
a reasonable appraisal of the individual meanings of QoL and may hence help to
strengthen the appreciation of the qualitative approach in relation to the quantitative
data. Interestingly, the analysis of the subjective definitions revealed that the concrete
expression ‘quality of life’ is mostly understood in monetary terms (“to have enough
money to life a good life”), while the expressions ‘well-being’/‘satisfaction” might
be better terms in everyday language to represent the health-related understanding
of ‘having a good life’.

Hence, in a medically oriented scientific environment, researchers need to face
the blurred borderline between objectivism and subjectivism, general and specific,
fact and interpretation in the context of qualitative research in mental health.

Data Generation—Asking About Risk

Concerning the assumed impact of risk on people’s lives, our strategy of mitigating
harm and bias included a reserved attitude towards the label of ‘being at risk’ and
avoiding the use of this wording in the beginning phase of the interview. In both
of our studies, the medical understanding of risk is presented to our participants
during their clinical diagnostics and treatment, but the understanding of risk in both
instances differs. In order to bridge this definitional gap, we decided not to employ a
single or fixed definition of risk, but “to elicit the perspective of those being studied”
(Sofaer, 1999, p. 1105). We used conversation techniques that minimise the use of
‘objective definitions’ of risk, and the emphasis on ‘medical knowledge’. Throughout
the interviews, we regularly explored the background of the narratives (“How do
you know about that?” and “Could you explain your feelings and thoughts (in this
specific situation)?”) in order to create a space for individual frameworks of meaning,
including the verbalisation of somatic (bodily) knowledge (Samerski, 2019).

While conducting the interviews and analysing the data, we realised that even if
we agreed on a short and clear opening question, it had been slightly modified in
each interview depending on the pre-conversation and the conversation atmosphere.
This reveals on the one hand the researchers’ own personal attitude towards the label
‘being at risk of developing psychosis/AD’ and on the other hand the ethical concerns
related to the interview situation; the danger of introducing a label or a meaning of
‘risk’ that may be not relevant for the individual’s life.
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The Interview as a Setting and Format for Data Generation on Mental
Health Risk

Our data analysis allowed for a methodological reflection on the interview as an
appropriate setting for generating meaningful information. In the context of mental
health, especially within our study on psychosis, we often meet interview-partners
who have experience with conversations that aim at generating narratives (in the
context of previous therapies or psychological conversations with professionals).
The high ability of self-reflection among the interview-partners enabled a highly
differentiated approach to the self and the disease, offering expert knowledge on
symptoms, risk and individuals’ daily struggles. From a researcher point of view,
this should be considered as an important factor which influences the type of the
collected data and poses challenges to their interpretation.

A further important task was to discover the different voices narrating the story.
Narrative interviews in the context of mental health ‘at risk’ contain a great share
of self-interpretation, narratives on psychological interpretations and external defi-
nitions. Additional data sources such as field notes and memos can be fruitful to
enrich and complete the verbal way of telling about perceptions. These additional
means of data collection require an increased awareness of the researcher’s role in
conducting the interview as well as control over the dynamics of proximity and
distance during the interview. A look into the data reveals some of the researcher’s
strategies to stay “open” (DeWalt & DeWalt, 1998) and curious, keeping their atten-
tion independent from medical background information or therapeutic experience:
emphasising empathy (“I can imagine how difficult this situation was”), personal
disclosure, appreciation (“that’s exciting”’) and re-questioning one’s own question
(“this question may not be so relevant, but I am curious to know”).'?

Negotiating Roles and Responsibilities in the Research Process

Our findings and memos reveal that the process of role definition during the inter-
view was an issue from the interviewees’ point of view. This became visible through
discussions on the research questions (“Do you follow a specific common thread
while asking these questions?” (PSYPO1)), evaluations on the notion of representa-
tiveness of the project results (“I am wondering if what I say could be representative
for others?” (PSYPO02)), thematising their own role as a research participant (“Am I
a patient, or a client, or what is the right term here?” (PSYPO1)).

12 An additional aspect that invites further analysis and reflection is the gender dimension of the
research. All researchers are female and of different ages. Both gender and age certainly have an
impact on the interview dynamics but due to space limitation, these aspects will not be further
discussed in this contribution.
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This ‘patient-role’ became visible in different stages in the course of the inter-
view. Research participants adopted medical language not only when describing
different diagnoses and symptoms, but also when reflecting on their coping strate-
gies, everyday feelings and experiences and interactions with others. Apart from this
adoption of terminology, role definition in general was not a very obvious, but still a
constantly present issue in the interview process. We noticed interviewees switching
between the role of the patient (having experience with diagnoses and therapies), the
self-reflected and aware person (emphasising one’s own importance in the process of
managing mental health) and the knowledgeable person, “cognisant of researchers
and doctors” (highlighting one’s own position as an experienced person in commu-
nication with doctors and researchers). This helped us as researchers to minimise the
risk of reducing the interviewees to their traumatic experience, or to exclude areas or
phases of their lives that may be relevant to the research question (Loch & Rosenthal,
2002). On our part, we as researchers also took measures to minimise these risks,
such as the use of questioning techniques for in-depth exploration, in some instances
self-disclosure, scheduling sufficient time and space, re-establishing contact after
the interview (Kiisters, 2009), and a process-accompanying self-reflection among
the research team.

Summary: Methodological Reflection and Research Ethics

The following questions (Box 2) are intended as a source for reflection, rather than
guidelines or rules, when planning and conducting a qualitative study on mental
health risk. The leading idea is to encourage considering the methodological deci-
sions at each stage throughout the research process in terms of their implications
for the data that will be generated. Eventually, methodological reflection on these
issues may contribute to constructively dealing with the tension between a standard-
ised biomedical and an open, bottom-up approach in a medically oriented scientific
environment.

Box 2: Questions for reflection

Ethical considerations concerning the notion of ‘vulnerability’

Sensitive topics /traumatic experiences Are there issues of responsibility or feelings of guilt related to
the condition of being at risk (e.g. in terms of the interviewee’s
behaviour, implications of his/her situation for close others, or
heredity)? If yes, what may the methodology of qualitative
enquiry imply in terms of a confrontation with these feelings
guilt? How can the researcher prepare for situations
surrounding potential feelings of guilt in conversations with
the interviewee? For example, the researcher may need to be
prepared for being asked about his or her opinion about
appropriate ways of dealing with the risk or about questions of
responsibility; or he/she may need to make a trade-off between
curiosity and the wish to protect the interviewee from potential
harm by overly intrusive questions

(continued)
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Qualitative research in a medically oriented environment

Research design

In an interdisciplinary, medically oriented research
environment, qualitative researchers will be challenged to
make a trade-off between the demands of an open, circular
research process guided by the premises of theoretical
sampling and data saturation, and the expectations of an a
priori elaborated, standardised, and linear research procedure
usually expected in the medical field

Sampling

With regard to mental health risk, careful considerations are
required concerning the operationalisation of the ‘condition at
risk’. How are risk factors defined according to the current
state of knowledge? Do medical guidelines on risk detection
differ from discourses in the media? What do people think
about their own risk? Based on our experience, we recommend
scheduling time during the study preparation for detailed
discussion with clinicians, but also with participants, about
risk factors, different risk constellations, and in- and exclusion
criteria for study participation. Recruiting interviewees could
take place both in collaboration with medical prediction
centres and using adverts or announcements

Data generation—asking about risk

Using the term ‘risk’

‘Risk” may have a variety of meanings and implications, not
only with respect to different mental health conditions, but
also for different people and in different socio-biographical
contexts. We therefore encourage researchers to reflect on the
implications of when and how to introduce the term risk in the
research process, including the first contact with the interview
partners and the opening question of the interview. The
choices will also depend on the recruitment process and on the
procedures of clinical prediction and risk communication (for
example, whether disclosure of the clinical high risk has
already occurred and if yes, in which way, and how long ago)

The interview as a method of data collection

Researchers are encouraged to reflect on the choice of an
interview as a setting and format for data generation on mental
health risk. This is of particular importance when talking to
persons familiar with a high degree of self-reflection, for
example when experienced in psychotherapy. With regard to
research on mental health risk, different knowledge systems
come into play; these will also be reflected in the interviewees’
narratives. Different stocks of knowledge may inform their
reflections, for example normative ideas about their condition,
adopted medical language and expert knowledge, or concerns
uttered by family and friends. We therefore encourage
researchers to stay alert concerning the different voices
‘speaking’ in the interviewees’ narratives. In addition, other
methods of data collection may be considered, allowing for
non-verbal data generation

Negotiating roles and responsibilities in the research process

(continued)
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(continued)

Between disorder and normality The condition of being ‘at risk” for a mental health problem
introduces the negotiation between disorder and normality. We
argue that both the interviewee and the researcher will locate
themselves somewhere on the continuum between these two
poles. As a researcher, one needs to engage in the reflection
about how to deal with his/her own ‘mental vulnerability’, and
will be required to reconsider this position in relation to
different interview partners. This includes choices such as
‘Will it be appropriate to employ self-disclosure in support of
a trusting relationship with the interviewee?’ or “Which
personal memories, threats or anxieties may the interview
trigger in me as a researcher?’

Data analysis

Tools and sources for reflection ‘When analysing data, it is important to keep in mind that
narratives generated through qualitative enquiry are the result
of a co-construction between researcher and interviewee. We
therefore encourage researchers to employ diverse tools and
sources for reflexivity, such as auto-ethnographic memos or
thick descriptions following the interview, metadata-protocols,
and discussions in the interdisciplinary research team. Herein,
researchers can use questions such as “What are my own
thoughts, fears, and prejudice concerning the risk in
question?’; “Which implications do my assumptions have for
the topics addressed in the interview, and for those neglected
or hidden?’

Conclusion: Methodologies in Support of Reclaiming Power

Qualitative methodologies are a powerful way for people experiencing mental
distress to speak for themselves. We argue that they can constitute a valid approach
to understanding people’s experiences and perspectives in mental health care as well
as in mental health research (Powell, Single, & Lloyd, 1996). In the two studies
presented in this chapter, we drew on approaches from linguistics and medical
ethnology, and we used narrative methodology and reflexivity in order to open up
definitional spaces between researchers and interviewees. A reflection on both the
content and the process of the interviews conducted during both studies allows for
some considerations concerning the power of definition. Constantly taking a step
back and questioning our strategies and interpretations before, during and after the
interviews provided the opportunity for re-defining concepts related to the notion of
being ‘at risk’ for psychosis or dementia, such as vulnerability, QoL, and risk itself.
The narrative and episodic interviews proved to be a fruitful source for the discursive
generation of definitions, unfolding the multi-faceted understandings of health. It
became evident that risk, beyond ‘objective’ scores and percentages, can have diver-
gent meanings to different persons and in the context of different health conditions
such as psychosis or Alzheimer’s dementia. Risk is a mediator at the border between
order and disorder; beyond being perceived as a threat, risk can also be a regulator
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in the process of negotiating normality. Persons being confronted with a health risk
can (re)gain agency by either interpreting their risk as a source for self-awareness
and self-care, or by trying to restore order and normality through their narrations.

Methodologically, our studies revealed particular opportunities but also challenges
concerning the realisation of a qualitative approach in the context of a medically
oriented environment. For example, our sampling strategies were shaped by the
medically defined risk factors for psychosis and dementia, and methodological nego-
tiations with our clinical partners were needed to convey the benefit of a discovery-
oriented—rather than a standardised—approach to concepts such as risk or QoL. We
also reflected on the interview as an appropriate format of generating meaningful
knowledge, particularly among persons who are familiar with a high level of self-
reflection, or with a view to different ‘voices’ speaking in the narratives, such as
personal interpretations, but also knowledge and beliefs adopted from physicians,
family, or the media. In the future, an even more open-ended and spirited approach
to sampling and data collection may be worthwhile, for example, by including self-
definitions of ‘at-risk’ states, or by employing pre-discursive forms of data collection
such as in arts-based research.

In terms of disciplinary approaches, instead of being restricted even more by
biomedical thinking, dementia and mental health research ought to refocus on
a variety of disciplines such as sociology, anthropology, philosophy, or politics
(Timimi, 2014) in order to accommodate a broader understanding of the person and
their well-being. Biomedical, psychosocial, and cultural models of mental health
should be appropriately balanced in order to do justice to a holistic perspective on
mental health (Puras, 2017). In particular, user-lead research has the potential to
overcome power asymmetries characteristic of biomedical study designs, and to be
able to ‘cut to the heart of issues that are important to service users themselves’
(Pitt, Kilbride, Nothard, Welford, & Morrison, 2007, p. 60). Stories and storytelling
can be considered as the heart of qualitative methodology, particularly in narrative,
linguistic and ethnographic approaches. As a particular example, auto-ethnography
can be a fruitful methodology, capable of generating dense accounts of a person’s
lived experiences by connecting these to cultural process and understanding (Liggins,
Kearns, & Adams, 2013; see also Willig in this book).

In conclusion, when awarding people the opportunity to speak for themselves in
the context of mental health research, their personal accounts and narratives can help
challenge existing social constructions of their conditions. This can also allow for
new perspectives on the experiences of people living with mental distress (Zeilig,
2014; Zimmermann, 2017). The narrative approach offers the potential to (re)arrange
life events and experiences, and to attribute subjective meaning to their condition,
which can be an important resource for coping with the at-risk state. Moreover,
narratives allow for accommodating different forms and types of health knowledge,
including intuition and somatic (bodily) knowledge. From a sociology of knowledge
perspective, qualitative research can therefore offer the opportunity to contribute to
new realities of mental health in terms of scientific knowledge production, diagnostics
and treatment, as well as personal and public perception. Eventually, qualitative
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approaches to data collection, analysis, and interpretation open up spaces for re-
claiming power concerning the experience, the definition, and the appraisal of mental
health.
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2.3.3 CULTURE AND GENETICS: CRITICAL HEALTH LITERACY AND RISK PREDICTION

Article 3: Lorke, Mariya*; Harzheim, Laura; Rhiem, Kerstin; Woopen, Christiane; Jiinger, Saskia (2021): The
ticking time-bomb. Health Literacy In The Context Of Genetic Risk Prediction In Familial Breast-Ovarian
Cancer. A Qualitative Study. In: Qualitative Research in Medicine & Healthcare 5. DOI:
10.4081/qrmh.2021.9647.

The third contribution addresses the concept of risk as the genetic risk of developing
familial breast and ovarian cancer. This article illuminates the challenges for a person’s
understanding and critical appraisal of risk-related information, as well as for their decision-
making after getting a positive result from genetic testing. This contribution anchors the concept
of health literacy in qualitative empirical data, enriching the primarily quantitative top-down
approach which is mostly led by specialist-driven definitions.

The article mirrors a qualitative study design and integrates an ethnographic-narrative
approach. The contribution is based on 10 narrative interviews with women who have
undergone genetic testing for familial breast and ovarian cancer. The interviews were conducted
from 07/2018 to 10/2018, audio-recorded and transcribed. The data were analysed using
Reflexive Grounded Theory.

The findings allow for insights into different levels of knowing about, perceiving and
dealing with an increased risk of developing familial breast and ovarian cancer. Grounded in
the individuals’ description of their risk perceptions, the narratives reveal the entanglement of
the women’s risk of getting ill, their identity and their strategies for managing health. The
analysis of this interplay provides multiple starting points of approaching health literacy in its
communicative dimension and addresses the concept of reflexivity in the context of critical
health literacy. The findings suggest that current conceptualisations of health literacy and its
sub-dimensions do not always correspond to the understanding and perceptions of the persons
at risk themselves.

In the context of the overarching research question of this thesis, this article speaks for
differences between the culture of risk understanding in biomedicine, and that of advice seekers.
Even when talking about medically driven concepts such as genetic risk, a culture-sensitive
approach to health literacy in science, medical practice and research is needed. Putting the
individual at the centre of inquiry, with his or her particular health knowledge, competences,
and strategies — as in the case of intercultural communication — may be a way of promoting
health literacy among individuals and organisations, and of supporting the process of

negotiating threat and confidence.
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ABSTRACT

Personalised methods of predicting breast and ovarian cancer
risk through genetic testing increasingly demand a person’s un-
derstanding and critical appraisal of risk-related information, as
well as decision-making and acting upon disclosure of a positive
test result. The current study aims at understanding health literacy
(HL) among persons at risk of developing familial breast-ovarian
cancer (FBOC) from a bottom-up perspective—incorporating
their viewpoints into the research process. Its qualitative design
integrates an ethnographic-narrative approach and findings from
10 narrative interviews with women who have undergone genetic
testing, analysed by using reflexive grounded theory. The col-
lected data reveal the entanglement of the women’s perceptions
concerning the risk of getting ill, their identity, and their strategies
of managing health. The analysis of this interplay provides an em-
pirical basis for approaching HL in its communicative dimension,
considering individuals’ understandings of health and illness, and
emphasizing the role of critical HL.

Introduction and aim of the study

Breast and ovarian cancer belong to the most common
types of cancer among women worldwide. Five to ten per-
cent of all breast and ovarian cancer patients develop the
disease due to genetic predisposition. In 30 out of 100
cases of patients with breast or ovarian cancer in Ger-
many, a familial accumulation or an early onset of the dis-
ease can be observed.! Predictive genetic testing became
a widespread instrument of determining individuals’
hereditary susceptibility for familial breast-ovarian cancer
(FBOC), and the increasing research in this field allows
for more differentiated and individualised knowledge of
various genetic and non-genetic risk factors.?
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The German Consortium of Familial Breast and Ovar-
ian Cancer (GC-HBOC), for example, established a multi-
gene panel (TruRisk®) for the analysis of risk genes, which
currently comprises the core genes ATM, BARD 1, BRCAI,
BRCA2, CDHI, CHEK2, BRIPI, PALB2, RADS5IC,
RADS51D and TP53, as well as other genes still being object
of current research that needs further validation.

Apart from specific biographical reasons and motiva-
tions that may be crucial for each individual case, most
women decide to undergo a genetic test after having devel-
oped breast or ovarian cancer due to familial predisposition
(based on individual assessment or gynaecologist recom-
mendation) or positive test results of relatives. The increas-
ing opportunities of risk prediction confront individuals with
the challenge to find and understand relevant information
and to critically appraise it, in order to make a decision con-
cerning genetic testing and preventive interventions. We
know a lot about the psychological effects of genetic testing
on individuals’ identity” and everyday life,** the experiences
of affected individuals and their families,®’ individuals’ risk
perceptions® in the process of decision-making in terms of
prevention,'! and the issue of genetic responsibility.'? But
what do we know about health literacy (HL) among persons
at risk of developing FBOC, and what impact does the per-
ception of risk have on individuals’ understanding of health
and illness and/or vice versa?

Most generally speaking, HL refers to knowledge and
skills related to one’s health; depending on the respective
definition or perspective, this can imply different cogni-
tive, interpersonal, and social skills, and entail a more
functional connotation (in terms of basic reading, writing,
and literacy skills), a communicative level, and a critical
dimension (in terms of appraisal of information or even a

A We define identity here as social identity,’ illuminating the
human world as selfhood which depends on both an individual’s phys-
ical body and his/her social world. According to Jenkins, identity is
not only about individual values and understandings, but also about
interactions through which status, social position, roles and expecta-
tions become visible. Furthermore, Jenkins refers to identity as a
process rather than a static constant..

B In line with the work of other authors,* ' risk in the context of our
study is experienced and handled in an area of tension between objective
and subjective.” From a medical/statistical perspective, risk is the prob-
ability for a certain person to develop FBOC, based on the outcomes of
genetic testing. From a socio-anthropological point of view, risk can be
considered as a relational phenomenon that is situated in specific social
and cultural contexts. As a way to unravel these “juxtapositions and
amalgamations” of perspectives, Boholm proposes considering risk “as
a cognitive frame that produces contexts which link an object of risk (a
source of potential harm), an object at risk (a potential target of harm)
and an evaluation (implicit or explicit) of human consequences;" situated
in specitic social contexts risk can be thought of as a relational order
through which connections between people, ‘things’ and ‘outcomes’ are
constituted.”™ This understanding of risk also encompasses the varying
perspectives of different actors on the same external phenomena;'* and
it is within this cognitive frame that persons confronted with the statis-
tical probability of getting FBOC are required to make their evaluations
and to negotiate their individual risk perceptions.
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social and political engagement concerning health-related
issues).'*!> The number of publications under the heading
of HL has risen rapidly in recent years, and efforts con-
tinue to define the concept, to expand existing definitions,
or to examine them in new contexts.'® In the phase of con-
ceptualising this study, we employed a working definition
of HL based on the existing literature and the integrated
model of HL, defining it as a person’s set of certain abil-
ities, attitudes and lifestyle, enabling her or him to manage
a certain health situation in order to achieve a positive
health outcome.!®

A great number of studies deal with the measurement
and quantification of HL as a multidimensional concept.
The majority of them primarily refer to functional HL
using standardised measurement tools and mixed meas-
urement (self-reporting components and direct testing of
certain abilities).!”® A few very fruitful qualitative studies
deserve closer attention'®! that analyse HL beyond its
functional dimension, using data from interviews and
thereby emphasizing the perspective of those being stud-
ied. However, qualitative research on HL to date is still
scarce, particularly in the specific clinical field of risk of
FBOC.?>?* At this point in time, we still know very little
about people’s own perceptions of HL in the context of
FBOC and of factors relevant for the management of
health-related information and behaviour. An insight into
the process of decision-making, attitude towards risk, and
the individual coping strategies before, during and after
the genetic testing can provide a productive ground for a
better understanding of HL in the context of risk.

The current study aims at generating new hypotheses
in the research field of HL and risk based on findings from
a bottom-up research approach. The leading questions in
this article are: i) Which factors account for HL among
persons at risk of developing FBOC? ii) How can the em-
pirical findings contribute to the theoretical foundation
and conceptualisation of HL?

Methods and research ethics

This study is part of a broader research project on HL
(Health Literacy of Persons at Risk — From Information
to Action — RisKomp) in persons at risk in four different
clinical fields (FBOC, coronary heart disease, psychosis,
and Alzheimer’s dementia) and uses a qualitative design
integrating an ethnographic-narrative approach. This ar-
ticle is based on findings from 10 narrative,?* open-struc-
tured interviews with women who have undergone genetic
testing for FBOC. Ethics approval was obtained in March
2018, (registration number 18-014) by the ethics commit-
tee of the Medical Faculty of the University of Cologne.

Procedure and participants

The interviewees were recruited at the Centre for
FBOC at the University Hospital of Cologne (Germany)
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in cooperation with a team of experts in the field of FBOC
and genetic testing according to the criteria shown in
Table 1. The team of physicians closely involved in the
clinical everyday practice and procedures started screen-
ing patients’ data for eligibility and obtained the patients’
agreement to be contacted by the research team. Only in-
dividuals who underwent genetic testing were contacted,
those who did not, were not included in this study. The
researchers arranged the meetings and conducted the in-
terviews. All participants were provided with detailed in-
formation on the aims of the study and the research
procedure and signed an informed consent for participa-
tion. In a time period of five months, all 10 interviews
were conducted and preliminarily analysed; in the next
six months, all interviews were transcribed and went
through an in-depth analysis process.

Narrative interview

The interviews started with an opening question
avoiding a direct reference to feeling about risk and rather
focusing on the concrete situation in which the first con-
frontation with the notion of genetic risk happened. Fur-
ther in-depth questions were pre-formulated based on
existing empirical research and were used only if the topic
was raised by the interviewee. An additional tool was de-
veloped to ensure a constant process of researchers’ self-
reflection, researcher triangulation, and making
researcher’s subjectivity visible. The average length of the
interviews was approximately one hour. All interviews
were conducted in German. For the purpose of this article,
the quotations from the interviews used in the analysis
part were translated from German into English by the in-
volved researchers including the one who conducted the
interview. The different versions of the translation were
compared, discussed, and in case of disagreement, a
fourth person (also a member of the team but not involved
in the research process) was asked for her/his opinion.
Socio-demographic data were collected by means of a
questionnaire before starting the interview.

Analysis strategy

The process of data analysis was embedded in the re-
flexive grounded theory,” a variation of the grounded the-
ory methodology emphasizing the interaction between the
researcher and the research topic/partners/or field as an in-

Table 1. Inclusion and exclusion criteria.

tegral part of the process of knowledge production and con-
sidering reflection on this interaction as a source of insight.
It combines the grounded theory approach with reflexivity
concerning the situatedness of the researchers, the research
design, as well as the research process and practices. Re-
flexive Grounded Theory therefore allows for the integra-
tion of the researchers’ subjectivity, personal dispositions,
or standpoints into the analysis, as well as for the reflection
on power relations in the research context.

The data analysis in the current article is based on two
data pools — the interviews and the researchers’ self-re-
flection—with the aim of ensuring a comprehensive ana-
lytical process encompassing reflexivity, theoretical
sensitivity, and triangulation of data and researchers. All
researchers and participants in this study were female. The
researchers’ own understanding of risk grounds in their
different academic backgrounds (psychology, health sci-
ences and social anthropology) and in their personal ex-
periences with risk and disease. The three researchers had
also been confronted with the risk of getting FBOC to dif-
ferent extents in different phases of their lives and made
different decisions on prediction and prevention. These
experiences and attitudes have undoubtedly impacted the
research process; in line with the principles of the reflex-
ive grounded theory, they were actively addressed
throughout all stages of data collection and analysis.

In the first stage of the empirical research, data were
analysed parallel to the process of conducting the inter-
views. Our team arranged researcher meetings on a regu-
lar basis and created opportunities to discuss and compare
the first impressions and categories that resulted from the
first steps of individual open coding. Inductive thematic
saturation was reached at the sixth interview.? In the sec-
ond stage of the analytical process, the memos were sys-
tematically analysed, and the findings were incorporated
into the process of axial coding. In the third stage of the
analysis, the two data sources were integrated into a
process of selective coding and theory generation.

Participant characteristics

The analysis includes responses of ten women: two
women aged between 18 and 30 (Julia, incapacitated for
work and Kathrin, working part-time in the health area);
four women aged between 31 and 40 (Christina, working
part-time in the social area, Jennifer, working fulltime in

Inclusion

Exclusion

Participation in genetic counselling taken place
Group 1: Carrier of a BRCAI or BRCA2 mutation
Group 2: Carrier of a mutation in a moderate risk gene (e.g. CHEK?2)

Group 3: No mutation detected in one of the known risk genes, but increased

statistical risk of disease due to own and/or family anamnesis
Written declaration of consent of the patient

Persons younger than 18 years of age

Mild cognitive impairment or dementia

Current clinically relevant depressive episodes, anxiety
symptoms or suicidal tendencies

German language proficiency that allows for participation in an interview/survey

OPEN a ACCESS

[Qualitative Research in Medicine & Healthcare 2021; 5:9647]



the health area, Stefanie, working part-time in the field
of economics, and Nadine, working in the health area);
three women aged between 41 and 50 (Katharina, work-
ing full-time in the social area, Sarah, working fulltime
in the IT areca and Anna, working full-time), and one
woman aged between 51 and 60 (Sabrina, working part-
time in the health area). Six of the participants were mar-
ried, three unmarried, and one divorced. Most
participants lived with their families or partners, apart
from one who lived alone. Seven participants had a Ger-
man background and three, a non-German cultural back-
ground. All participants had secondary to post-secondary
educational background. Four participants suffered from
a chronic disease, e.g. thyroid gland diseases. All names
used in text are pseudonyms.

Category system and main findings

The main themes and issues that arose in the course of
this study can be situated in the context of understanding
risk, identity (being a person at risk of developing FBOC),
and managing health. These spheres also build the central
categories of analysis, contributing to a better understand-
ing of HL in persons at risk of developing FBOC.

Understanding the genetic risk of getting ill -
as a feeling, a multifaceted concept,
and an individual/relational responsibility

The process of understanding health risk in its differ-
ent dimensions includes the individual’s feeling about
risk, its familial dimension, and possible strategies to
manage and control the process of risk understanding.
This negotiation also entails questions about the credibil-
ity of risk when related to everyday life experiences.

Risk as a feeling: between reason and emotions

The results of this study indicate a tension between dif-
ferent interpretational frameworks concerning one’s genetic
risk: a logical framework, analysing risk based on statistics
and medical facts; and an intuitive one, viewing risk on a
more affective level through one’s own experiences.?

With respect to the appraisal of a genetic risk of
FBOC, this complex interplay between both frameworks
is mirrored in our interviewees’ accounts.® On the one
hand, the demand for genetic testing as a means to objec-
tify risk and as a basis for further decision-making on pre-
vention suggests that in medical settings, reason
(representing the analytical system) is the dominant mind-
set among both professionals and patients. On the other
hand, our interviewees’ narratives demonstrate the impor-
tance of emotions (representing the experiential system)
in the process of interpreting and evaluating risk on an in-
dividual level. The decision for genetic testing was de-
scribed with an emphasis on the role of one’s own
risk-intuition, and at the same time as a possibility to tech-
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nicise risk and thereby attain a sense of safety. Sabrina re-
sponded to the question of how she was confronted with
the risk of getting FBOC for first time saying:

I somehow knew that I have a high risk, and then
I complained to my gynaecologist, and I said to
her: I think that I’m quite at high risk, I want to do
the test, and then I also wish to act accordingly.
And then they said: You do not need to do the test,
your cousin is not affected, the youngest and most
severely affected family member. We have exam-
ined her tissue, and there is no gene. (PALP2,
breast cancer)

The interviewed women reflect on their endeavour of
relating the medical information about the statistical risk
probability to their personal feelings towards the risk (in
terms of a premonition or an intuitive interpretation of the
statistics they have been provided with). When being
asked how she values the communicated risk percentages,
Jennifer explains this as follows:

I myself for example, from a purely medical point
of view, [ understand that they say that you only con-
sider it a medium risk if it is increased up to 40 per-
cent. But for me personally, it felt like close to 50
percent and the chance is actually fifty-fifty whether
you will get it or not. (CHEK?2, breast cancer)

This quotation illustrates the process of relating medical
information to one’s own feelings. Our interviewees’ re-
flections suggest that the two sources of information (num-
bers and feelings) are not merely considered a problem of
contradiction, but also as a resource for decision-making.
This shows that understanding the quantity of risk correctly
in mathematical terms and feeling about its quality may be
seen as complementary rather than contradictory.

Risk as a multifaceted concept

The depiction of risk in an area between the emotional
and the rational is also related to one further perspective
of understanding risk and decision-making, namely expe-
riencing risk in manifold facets. These were described
with respect to i) illness-logic, i.e. the observation that
whether or not someone will be struck by a disease is not
always logical in terms of risk factors; ii) inevitability, i.e.
the awareness that one cannot influence the fact of having
or not having inherited the gene; and iii) a call to action,
i.e. the responsibility that one may be able to influence
whether or not the gene will eventually result in develop-
ing the disease. All our interviewees provided many ex-
amples for the paradox of risk in terms of the illness-logic
in order to substantiate their decision to listen to their in-
dividual feeling. For example, Julia refers to this paradox
while responding to the question of how she became

aware of the risk saying:
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Well, I knew it before. That sounds stupid, but my
grandfather died of cancer, but he was the health-
iest man ever—he never smoked and stuff, or
drank. (BRCA2, breast cancer)

The interviewed women also discuss the pathogene-
sis of FBOC emphasizing its paradoxical nature between
determinism and modifiability: Sabrina sees it as a ge-
netic bug and one’s own genes as an uncontrollable dan-
ger, and Julia as variable, modifiable by stress and way
of life:

Well, you feel as if you were carrying a time bomb
with you. (Sabrina, PALP2, breast cancer)

But I just think, somehow, considering how fast-
moving society is, and the pressure you feel in
working life and so on, people just get sick....
(Julia, BRCA2, breast cancer)

Individual and relational responsibility

The feeling of risk in the context of FBOC is a topic
which also implies a further relational/familial dimension.
The possibility for genetic testing is seen as emanation of
the individual’s autonomy, on the one hand, and on the
other hand, it raises the topic of the distressing effect on
the tested person and her/his family and relatives if the re-
sult is positive. Asked about her experience with genetic
testing, Sabrina said:

And there is a constant back and forth, right? That
you say: I do not want to know it, it is driving me
crazy. You almost feel like it’s a self-fulfilling
prophecy. (PALP2, breast cancer)

In this quotation, the notion of responsibility and
self-fulfilling prophecy also becomes visible. Women
reason on the relation between being overconcerned
with risk and the illness outbreak, wondering if they
themselves could somehow influence its emergence. Re-
sponsibility is not only a question concerned with the in-
dividual and her impact on the disease emergence, but
also with her as a part of the familial system. Christina
provides an example for this familial dimension when
asked about how her family deals with the results from
genetic testing:

My mother even apologised to me for transmitting
the gene to me. But that is not at all her fault.
(BRCA2, no cancer)

In this case, the genetic risk goes beyond the individ-
ual responsibility (in terms of behaving in a way to min-
imise it) and reveals a further collective dimension.
Christina’s genetic risk is immediately intertwined with
her mother’s risk and raises the question of fault, respon-
sibility, and the distribution of blame.

OPEN a ACCESS

Strategies to manage risk

The different biographic backgrounds influence the
strategies the interviewees employ in order to manage the
thought about possible sickness in the future or acute onset
of a disease in the present. Factors that influence the per-
ception of illness are: 1) vicarious experience as in the case
of Sabrina, ii) the perception of illness as a normal and uni-
versal part of human life as described by Julia, and iii) med-
ically related work experience in the case of Jennifer:

So, and this horror scenario was something I had
then, in the same way, like the images of my
mother who died so terribly and then I thought: 1
have to do it in an extreme fashion [the preven-
tion]. (Sabrina, PALP2, breast cancer)

And if you look into families, there is hardly any
family, I would say, without any diseases, or
strokes of fate [...] I see diseases as everyday risk.”
(Julia, BRCA 2, breast cancer)

So... and we’ve had such a chief physician whom
I have to think about all the time. I am actually
working in surgery. And he always used to say, he
always was in favour of resecting generously. (Jen-
nifer, CHEK?2, breast cancer)

To sum up, the concept of risk as a feeling in the area
of tension between emotions and reason is seen as an im-
portant aspect in the processes of perceiving risk and de-
cision-making. Describing risk as a multifaceted concept
giving examples based on personal, everyday experience
performs an argumentative function in explaining one’s
own attitude and serves as evidence that medicine/statis-
tics/science are not universal. The question of responsi-
bility is seen in both an individual (doing something that
could trigger the disease) and a social (genetic responsi-
bility) dimension.

Identity between quality of life,
social environment, everyday life, and stress

This category illustrates the role of personality in the
process of dealing with risk and, at the same time, the im-
pact of risk on one’s identity? and life-world.”” Women de-
scribe their quality of life in a close relation to their
personality, social environment, everyday life, and their
individual ability to regulate and control stress.

Quality of life

In terms of quality of life, it became clear that the per-
sonality determines the individual, subjective definition
of the concept. Katharina responds to the question of how
she manages her risk saying:

Well, I’m not in the mood for side-effects [of the
preventive medication], if that’s what’s affecting
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the quality of life. I want to live as well as I can. |
want to do sports, make music, work [...]. (ATM,
breast cancer)

When asked about their understanding of health, Anna
and Jennifer responded referring to the term “quality of
life.” On the one hand quality of life is seen as condition
that should be actively maintained in doing something
spontaneously and actively enjoying life as in the case of
Jennifer; on the other hand, it is defined by keeping up
with normal life and feeling able to live in the normal way
as explained by Anna:

I need to take better care of myself and that I also
just do such spontaneous things just more often,
you know? That I just say: Nope. [ have the week-
end off and my husband is on duty, so I’'m just
going to Holland to the seaside, just like that, you
know? (Jennifer, CHEK?2, breast cancer)

That is, being healthy for me means being able to
lead a normal life. That includes work, it includes
friendship, it includes family, it includes my partner,
it includes sports. Being able to join cultural things,
you know? So that I can do all of this. I can lead a
completely normal life. And for me in a way that just
means being healthy. (Anna, CHEK?2, breast cancer)

In Anna’s words, normality relates to the life before
knowing about the risk or having cancer, and quality of
life means to maintain this condition, not allowing risk
and illness to take up too much space and thereby endan-
gering the normal life. In the case of Jennifer, the risk and
the illness can be seen as a ground for actively increasing
the subjective quality of life through enriching the normal
life by spontaneous actions and experiences.

Social environment and everyday life

The concerns related to the concept of quality of life
are connected with the feeling of anticipated loss of every-
day-life normality, especially in the context of life plan-
ning and decision-making with respect to one’s own self
or in the impact on relatives and family members, as in
the case of Jennifer. Asked how knowing about the risk
change her life, she responded saying:

So, I thought: It will never be the way it was, and
you will never get back your normal life. And 1
found that really bad. And so just to have back this
normality. And yes, the normality is another one
now, but also good. (CHEK?2, breast cancer)

The knowledge about the results of the genetic testing
is also seen in close correlation to everyday-life normality
and social relationships. For example, Katharina reports
feeling the predicament of keeping something (the infor-
mation about risk) for herself, as a secret towards children,
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parents, or other family members, and to the impact which
this has on their social environment:

Well, you can’t always talk about everything
[when the children are there], can you? (4ATM,
breast cancer)

Dealing with stress

Another important factor connected to the preservation
of quality of life and normality is the concept of stress. The
strategies to balance stress in everyday life build the core
of understanding quality of life and the concept of HL,
which will be described further below. One strategy of
stress regulation is to adapt one’s personal attitude towards
life circumstances by, for instance, becoming more relaxed.
Stefanie responded to the question of how does the know-
ing about risk impact her everyday life saying:

Just to slow down a little, to be a little bit more re-
laxed and, you sometimes get to work on that, but
it is difficult to put it into practice. (BRCA2, no
cancer)

A further strategy to balance stress is related to the in-
teraction with others and training one’s own ability to put
personal capacities into centre as in the case of Sabrina:

I am allowing myself more time for things; these
stressful things where I used to think “I have to, I
have to, I have to”—these are more indifferent to
me now.” (PALP2, breast cancer)

Additionally, Christina, for example, has also identi-
fied and employed stress management strategies in every-
day life that are connected to certain activities, habits, and
behaviour:

Yeah, somehow not to have so much stress all the
time. Exercising every day and paying attention to
healthy eating, also for my kids. Then... well.
Then you also realise that life is short and that you
ought to make the most of it as best as you can.
(BRCA2, no cancer)

The findings of this study show that the concept of
quality of life is primarily seen in its individual and sub-
jective dimension, being used as a synonym for normal
life. Regulating stress inwards through one’s own attitude
and outwards in the interactions with the social environ-
ment is seen as a key factor for preserving quality of life
in the context of genetic testing.

Managing health on the crossroad of information,
self-reflection, and expectations towards
the system

Information and self-reflection, expectations towards
the system, and role expectations and definitions in the
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doctor-patient relationship emerged as central subcate-
gories with respect to the process of managing health.

Information and self-reflection

When asked about how they inform themselves with
respect to risk and FBOC, the interviewed women dis-
cussed and reflected on their personal strategies of search-
ing for and finding relevant and trustworthy sources of
information. For example, Sarah outlined her motivation
of getting information in addition to the regular doctor-
patient conversations and Kathrin advocated her need or
decision to look up information on the Internet:

[Regarding the search for information on the In-
ternet] Maybe that wasn’t quite right, either. But,
well, as [ said, I thought the more I know, the more
I’m in control, and the better that works. But, as I
said, it’s just, I think that is just such a way one
could deal with it, as it were.... (Kathrin, familial
cancer history, no cancer)

Yeah, that’s the way it is, you need to critically
question everything. [ know there are quite a few
scientific publications that are not based on real
studies. [...] However, when I see the websites run
by German clinics, by the university hospitals, I
can rely on those, since, well, if even a university
hospital spread rubbish, that would just be....
(Sarah, familial cancer history, no cancer)

These quotations demonstrate the women’s awareness
that the Internet as an information channel needs to be
consulted with caution and their effort to justify the way
they make use of it. Apart from that, Kathrin and Sarah
describe a feeling of being unsure and timid in this infor-
mation process, accentuating the complicated way infor-
mation is being written as well as difficulties in finding
universally correct medical information.

Expectations towards the system

This subcategory evolved in a close relation to the
topic of decision-making for risk prediction. In this con-
text, the interviewed women discuss and evaluate the doc-
tor’s recommendation of risk-controlling measures, on the
one hand, and emphasize the importance of the feeling of
making autonomous decisions, on the other. In retrospect,
Kathrin, for example, reflected on whether the outcome
of the genetic testing had met her expectations and helped
her decision-making:

Well, and in the end, we are human beings and not
statistics [...]. I first thought, Well, okay. Maybe
we will manage that in one way or another. And
then, nope, [the testing] has not brought me any
certainty on no account. It brought me, so I think,
uncertainty, and in retrospect, at some point, I

OPEN a ACCESS

thought, Let s wait and see, what will be, will be,
and before that you cannot do anything anyway.
(Kathrin, familial cancer history, no cancer)

Nadine responded to the question concerning her ex-
periences with doctor-patient communication describing
her ideal of the doctor’s role as empathic, competent, and
able to communicate at eye-level:

I have the feeling that my actual gynecologist is
not an incredibly well-informed doctor in this area,
because he has a different specialty. But what
helped me most was the counselling center for
FBOC in the university hospital. I have the feeling
that my questions have been answered. And if |
have a question, I will go there again. (BRCAI,
breast cancer)

Asked the same question, Katharina responded thema-
tising her awareness of the role of self-proclaimed “an-
noying patient” and describes her strategies of how to
avoid being seen as such by her doctors:

You [as a doctor] have to talk to people. I don’t
want to be annoying either, but I just want to be
taken seriously and get answers, right? (47M,
breast cancer)

Women also thematise the power relation in the doc-
tor-patient communication and reveal their strategies to
cope with it i) by actively reflecting the power constella-
tion and asking questions (in the case of Katharina) and/or
ii) by asking for a recommendation on how to decide,
adopting the passive role in the communication process
(as in the case of Jennifer):

And nowadays, it is often still like that, the doctor
is way up high and the patient has to, as it were,
like obey or so. (Katharina, ATM, breast cancer)

But you really are, you want to, well, the perspec-
tive is really a different one and you just want that
other people, so, that the doctors decide on your be-
half. Well, I could not have made many of the deci-
sions by myself. (Jennifer, CHEK?, breast cancer)

The ability to manage health and risk is seen as the
competence to find relevant information and adapt it to
the individual context in a constant process of self-reflec-
tion, critically estimating whether a certain recommenda-
tion fits into one’s own life-world or not. The concept also
includes a systemic dimension manifested in the doctor-
patient relationship — being aware of the role-attributions
that professionals assign to patients, being able to formu-
late one’s own role-expectations towards professionals,
and working out strategies to manage and reflect on this
power-constellation.
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Discussion and implications for practice

The findings of this study allow for insight into dif-
ferent levels of knowing about, perceiving, and dealing
with an increased risk of developing FBOC. The
women’s narratives show the entanglement of managing
one’s health, the risk of getting ill, and one’s identity, as
manifested through the individuals’ description of their
risk perceptions. In the following, we will first discuss
these risk narratives, interpret their meaning in terms of
HL, and then relate our empirical data to existing con-
cepts and theories of HL, discussing possible implica-
tions for research and practice.

The meaning of health risk in the context of FBOC

Our study revealed the intertwining of meaning-mak-
ing with respect to one’s risk and HL. In our intervie-
wees’ narratives, a health risk turns into a risk of getting
ill or something that can let the illness break out and de-
velop. This shift in the meaning of risk speaks for an in-
creased awareness of the possibility of getting breast or
ovarian cancer and a decreased risk of the possibility to
maintain the condition of not having cancer in the pres-
ent and future. In the case of individuals with no mani-
fest cancer disease, this can also mean a shift in the
self-attributed role definition —from a healthy individual
to a patient or carrier of hidden genetic thread. As Gunn
et al. have demonstrated in their study on women at risk
of developing FBOC, it is essential to sharpen health
communicators’ sensitivity for the risk explanation mod-
els of advice seekers.?® In the following discussion, we
will address three conclusions regarding interviewees’
risk perceptions and their impact on HL in the sense of
a person’s management of health information and health
behaviour.

Feeling about and understanding of risk
as a multifaceted concept

Our findings show that the appraisal of risk has a
dualistic nature: intuition is seen as a trustworthy
source of risk awareness; at the same time, it gets
meaningful only if it attains the status of factual knowl-
edge, providing some extent of scientific value that can
be quantified, measured, and observed. The inter-
viewed women see risk as a theory of probabilities and
statistical data that should be taken seriously, but at the
same time they oppose these objectivity claims to their
everyday experiences. These findings can be discussed
within the framework of Slovic et al.’s theory of risk,
giving us more information about the way individuals
realise, perceive, and negotiate risk within their expe-
riential system, questioning the attributed value of its
accurate numerical perception.® This underlines that
risk literacy is much more complex than simply under-
standing risk in correct statistical terms. Our findings
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draw a specific picture of risk in the context of preven-
tion, locating genetic risk in closer proximity to disease
than to health; genetic predisposition is perceived as a
dormant disease that can break out under certain con-
ditions. With a view to the counselling practice, we rec-
ommend reserving a definitional space for discussing
genetic risk vs. disease (incorporating patients’ ex-
planatory models) in the patient-doctor communication
and genetic counselling.

Genetic testing as a signpost and as a trigger
for individual risk management

According to our findings, intuition is often the rea-
son for choosing genetic testing, and the testing proce-
dure is seen as a way to technicise one’s intuition and
give the subjective feeling of fear and uncertainty an ob-
jective, medically approved face. Dealing with risk con-
sists of renegotiating its dualistic nature in each
individual situation of decision-making and in the con-
struction of a person’s individual life narrative before
and after genetic testing. With respect to healthcare prac-
tice, these findings can offer a fruitful ground for future
work in the sphere of genetic counselling and commu-
nication, delivering focal points for more patient-centred
communication by addressing the individual’s lived ex-
periences, identity, and life-world.

Risk in a close relation to (hypothetic) disease perceptions

The ideas about the potential disease may be crucial
for dealing with and interpreting risk.?> These often arise
based on past experiences of others (often family mem-
bers, friends, or patients if the person works in health-
care). In addition, the understanding of disease as a
phenomenon varies between a universal dimension,
being seen as an almost normal condition (all people
have some disease), and a personal dimension, consid-
ered as a particular threat due to one’s own risk genes.
This DNA fraught with risk is, on one hand, seen as a
trigger or even an early stage of the disease, and, on the
other hand, as a matter of a person’s own responsibility.
As a recommendation for counselling practice, both the
perception of the potential illness and the topic of indi-
vidual responsibility (not only in terms of agency, but
also as a possible burden) should, in our opinion, gain
more relevance in the patient-doctor-communication.

Health literacy in the context of risk — different faces
and diverse facets

The above outlined facets of risk perceptions among
individuals who have undergone genetic testing in order
to learn more about their risk of getting FBOC open up
a new possible perspective of approaching the concept
of HL. In the following, we will embed our findings into
three conceptual dimensions of HL discussed in the re-

cent literature.
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Health literacy between personal and relational concerns

The findings of our study mirror the academic discus-
sion on HL, defining it as an individual set of abilities, at-
titudes and lifestyle,'® evolving within a specific
health/disease situation,?’ manifested through and formed
by communicative practice.?’ We argue that in the context
of risk, HL should be understood in both its individual and
relational dimension, emphasizing its meaning as com-
municative action.’

As the results of our study show, the way individuals
deal with health risks is strongly influenced by their own
identity. The personal understanding of quality of life, the
role of stress, and the social environment have an impact
on how individuals deal with risk and illness. Similar to
the findings of Sanders et al.*! our study shows that being
an observer of someone else’s suffering leads to the pro-
jection of these impressions and fears on one’s own pos-
sibility to become ill and thus forms the understanding of
health-oriented behaviour. This entanglement between the
individual and the collective/relational dimension of the
concept of HL leads us to ethical issues regarding the fine
line between agency and genetic responsibility. Our re-
sults are in line with existing studies,'>*? showing that ge-
netic risk is seen not only in its medical relevance in terms
of prediction and prevention among family members, but
also as a factor influencing social and family relation-
ships. Referring to this, we strongly support the call by
Maddock et al.** for improvements in risk communica-
tion, emphasizing the need of paying attention to the topic
of telling the family. In the counselling practice this may
imply the use of strategies to increase awareness for the
relational responsibility in a familial context, providing
recommendations for communicating risk to family mem-
bers, and encouraging individuals to engage in reflections
on the consequences of knowing about risk for themselves
and for their family members. On an organisational level,
it may be helpful to integrate and further develop com-
plementary family counselling.

Health literacy as interdependence between individual
and (health) system

HL is mostly seen as an individual-centred concept
which means that individuals apply a set of abilities and
attitudes to manage health information in a concrete
health/disease situation in order to achieve the best pos-
sible health outcome.'® Nevertheless, a striving for en-
hancing the organisational/systems-related dimension of
the concept can be observed in the academic field.** In
our study, this dimension becomes visible through the de-
scription of the expected roles of doctors in the consulta-
tion and healing process.

Holmberg et al. found that the most important factor
for deciding on the intake of a certain medicine for the
treatment of breast cancer was the doctor’s recommen-
dation.?® On one hand, this can mirror trust in the search
for orientation in an ambiguous situation. At the same
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time, it may also demonstrate the power gap in an exis-
tentially threatening decision-making situation. For ex-
ample, Dixon-Woods et al. have shown, in their research
among women who consented to surgery in obstetrics
and gynaecology, the weakness of the consent process
as a safeguard of autonomy (p. 2742) in the context of
hospital structure and rules of conduct.’® Our findings
suggest similar mechanisms in the case of decision-mak-
ing on risk prediction and preventive interventions—
both the impact of doctors’ recommendation on a certain
preventive decision and the felt power gap in the con-
sulting situation, emerged as relevant categories during
the research. Nevertheless, our study does not provide
enough data to draw general conclusions about shared
decision-making in the context of risk, and, hence, calls
for further research on this topic.

According to our findings, the concept of stress ap-
pears to play a strategic role in the process of coping
with health risk. Our analysis showed that our intervie-
wees address stress both as an alert system enabling a
successful risk control and, at the same time, as an ex-
ternal and internal source of hidden and uncontrollable
danger. While the internal danger is associated with the
feeling of anxiety, the external one is closely related to
stress caused by the health system and can be discussed
in the wider context of organisational HL. While the
health system is seen as a source of healing in terms of
risk control, it is also perceived as a source of stress that
can provoke a disease breakout. Being health literate,
from the perspective of the person at risk, in this context
not only means complying with the health system and
correctly understanding risk information, but particu-
larly finding an individual balance to regulate both
sources of stress. From the perspective of organisational
HL, it is worth addressing the question of how a system
can reduce stress in the case of genetic prediction and
how it can provide a supportive environment for indi-
vidual HL.

Our study provides some focal points for understand-
ing HL in its communicative dimension;* this is in line
with the findings of Sarangi et al.” who describe risk as-
sessment and management as a dynamic process of ne-
gotiation between advice seekers and professionals,
thereby co-constructing and putting into perspective the
meaning of risk. We strongly believe that for research
and counselling practice it will be fruitful to pursuit fur-
ther research on possible tools and instruments that may
support the process of interaction as a space where indi-
vidual and system meet, and that could contribute to the
evolution of a joint, collaborative HL.

Critical health literacy as a resource for risk savvy

The interpretation of the risk narratives in the context
of FBOC and their relation to the concept of HL dis-
closes one further crucial dimension of handling health
information on risk — critical HL as the ability to assess
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the credibility and applicability of the risk information
and to challenge its meaning.'’ The findings of our study
suggest that it is closely intertwined with quality of life;
in particular, with regard to the critical appraisal of in-
formation and the ability to assess its personal
relevance."” In the context of our research, critical HL
becomes relevant in the process of relating health infor-
mation to one’s subjective quality of life. The women’s
narratives reflect an attempt to carefully select and apply
those pieces of information which do not interfere with
their quality of life in an inacceptable way and, hence,
outweigh the potential health benefit. While the sacrifice
for the future and the loss of the feeling of not knowing
is seen as a justified sacrifice in the name of life, the sac-
rifice in the present is seen as burden and a cut in the in-
dividual quality of life. The delicate trade-off between
benefits and harms, expected gain and taking a loss was
also discussed by Bloom et al. with respect to prophy-
lactic mastectomy; they found that women were ready
to pay an unexpectedly high price (i.e., sacrificing their
breast) for a relatively small reduction of risk.*® Based
on their findings, the authors recommend that instead of
putting risk statistics at the centre of communication,
physicians should rather emphasize patients’ lived expe-
riences in order to support them in being prepared for
the emotional and physical consequences of their deci-
sion. With respect to the practice and in line with this
recommendation, we argue that the promotion of critical
HL may enable an individual not only to critically
analyse information,'* but also to incorporate the identity
(attributed roles and expectations), life narratives about
health and risk, familial relationships, and everyday sit-
uations which may be influenced by the knowledge of
genetic risk or the distress before testing. This is why we
believe that it might be a winning approach to search for
ways of promoting critical HL in the counselling prac-
tice, embracing the concept of subjective quality of life,
and integrating it into institutionalised communicative
action.

To sum up: The genetic testing is not an event that
triggers and forms patients’ attitudes towards the ques-
tions of risk, health and illness. It is much more a
process that brings these attitudes, values, and ideas to
the surface. This is the reason to suggest that patients’
explanatory models of risk, their general attitude to-
wards health and disease, their lived experience® and bi-
ographical background should be taken into
consideration in the course of genetic counselling in
order to promote both individuals’ and doctors’ HL.

Methodological reflection, strengths, and limitations

Limitations on two different levels — setting and
methodology — need to be discussed in the context of
this study. The definition of inclusion and exclusion cri-
teria was chosen in close agreement with medical ex-
perts according to the current state of medical evidence
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concerning risk prediction in the field of FBOC. In this
way, persons who believe to be at risk without having a
medical proof of their intuition in terms of genetic test-
ing were excluded from our study. Hence, the composi-
tion of our sample does not unrestrictedly mirror the
claim “to focus on the subjective perceptions of risk and
HL.” Apart from that, we also excluded persons who had
been recommended to participate in a genetic testing and
decided against it. In addition, in the case of FBOC, like
for many other conditions, a clear demarcation between
not at risk, at risk, and ill is not always possible (e.g., in
the case of women who had breast cancer and underwent
a genetic testing for the healthy breast). Hence, a differ-
entiated definition of diverse a¢-risk conditions to be el-
igible for our study was needed. Based on our
experience, we therefore recommend considering time
for discussion and agreements with the respective clini-
cal partners.

Conclusions

Given the increasing discussions and critical voices
concerning the theoretical anchoring and conceptualisa-
tion of HL and the large variety of its existing definitions
in recent years, the findings of this study suggest some
complementary cornerstones for theory generation based
on qualitative data, approaching HL from a bottom-up
perspective. In our opinion there is a need for more ex-
plorative, collaborative, and interdisciplinary research
in this field. We, therefore, call for an alternative and
more holistic approach to HL in science, medical prac-
tice and research, and the development of tools that ad-
dress both provider and recipient of health services at
once.

Risk prediction in the context of health and disease
is always a call for action and can have positive, but also
negative, consequences for an individual’s life. In the
case of genetic risk, it is not only a call for action for the
affected person, but also for relatives and family mem-
bers. In this context, the relational, collective dimension
of HL is crucial for the better understanding of the con-
cept and needs to be considered when developing HL
promoting interventions.

Technical innovations in the field of genetics and
predictive medicine will beyond doubt lead to the detec-
tion of an increasing number of risk factors. This will
present HL research, politics, and public health for the
next generations with the challenge of mediating this
ever-expanding medical field with corresponding con-
siderations concerning decision-making, prevention, and
stress management in the view of persisting statistical
uncertainty. We, therefore, believe that a definitional
space needs to be reserved for discussing genetic risk
vs. disease, incorporating patients’ explanatory models
in patient-doctor communication and in genetic

counselling.
OPEN 8 ACCESS
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3. DISCUSSION

The discussion of the contributions included in the current cumulative thesis will comprise
two main parts: one theoretical, the other practice-oriented. In the first part, the findings from
all three articles will be merged and related to each other. The results of this analysis will be
condensed into five insights for future research on health literacy and risk in predictive and
preventive medicine. Furthermore, these theoretical aspects will be contextualised within
medical and counselling practice. In the second part of the discussion, these findings will be
operationalised and translated into a module-box for trainers, coaches and instructors which can
be used for the conceptualisation and development of teaching units or courses on health

literacy, communication and risk.

3.1 INSIGHTS FOR PRACTICE AND FUTURE RESEARCH

During the analysis of the merged findings from the three articles, five thematic strands
emerged that need to be considered when applying a culture-sensitive approach to risk and
health literacy in the context of predictive and preventive medicine. In short: Gaining more
understanding for individuals’ explanatory models of risk and health in the context of their
lifeworlds adds additional layers of understanding risk in medicine that need to be reflected
upon; approaching the risk consultation as an intercultural encounter may increase awareness
for the different cultural embeddings of risk and the narratives which define them, and may
improve communication skills. Furthermore, sharpening sensitivity for the various cultural
embeddings of risk in health increases critical health literacy and contributes to a broader
critical approach in terms of the distribution of power and blame. With respect to future research
on health literacy and risk addressing culture in narrower sense (in terms of nationality,
ethnicity, or migration background) this thesis also invites a re-negotiation of the concepts of
vulnerability and offers practice-oriented recommendations for approaching the concepts in

diversity-sensitive contexts.

3.1.1 HEALTH LITERACY AS ENCOUNTER - EMPOWERMENT TROUGH INTERACTION

The findings of the included articles suggest health literacy and risk can be approached
as a communicative action. Embedded within the theory of Habermas (Lorke et al. 2020), this
means that the concept of health literacy can be seen as a co-production of meanings and
understandings of risk in the context of the medical consultation, everyday-life experiences and
health encounters. The communicative dimension of the concept, when understood in the
Habermasian sense, should mirror a true understanding between the engaged parties and a

process of information exchange which is reciprocal and non-hierarchical (Habermas 1981), or
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— as described through the perspective of the persons at risk — “communicating at eye level”
(Lorke et al. 2021a). In the context of health literacy and risk, this implies not only an accurate
understanding of the communicated numbers and medical data, but also an awareness of the
culture in which this knowledge is being produced, embedded and communicated. Health
literacy can be thus seen as a “communicative action that enables professionals, patients, and
their relatives to use the risk consultation for negotiating the lifeworld and system narratives,
and achieve a social and systemic integration of the condition of ‘being at risk’” (Lorke et al.
2020).

Nevertheless, studies on health literacy or/and risk show that for many individuals the
recommendations of health professionals are essential (Rowlands et al. 2017) in the process of
decision-making. This illustrates the uniqueness of medical counselling and highlights the
features of the real-life communicative action in which communication is both hierarchical and
non-reciprocal. In Habermasian words, such communication lead by the doctor’s
recommendation can be understood also as a form of strategic communication (Lorke et al.
2020). In predictive and preventive medical practice, where decisions on risk are primarily
based on complex medical and statistical knowledge and understanding (Sarangi et al. 2003),
strategic communication can hardly be avoided due to discrepancies in the levels of knowledge
and experience and the limitations due to the health system (e.g. lack of time for the counselling
practice). In light of these circumstances, rather than strictly attempting to avoid strategic
communication, it may be more appropriate for both parties to become aware of the fact that it
is not uncommon in the process of risk communication. The consultation encounter can be seen
as the space within which health literacy and risk understanding are being constructed and
negotiated. Patients and doctors should be encouraged to engage in communicative action and
increase awareness for the role of strategic communication (Lorke et al. 2020).

Advice-seekers and professionals meet and negotiate risk and health in the process of
communication, and communication can never be detached from culture. As Scrimshaw (2019)
describes in a recent publication, “people hear science communication through a series of filters
such as generation, culture, language, literacy and socioeconomic status” (p. 7650). These
filters bring us closer to a culture-sensitive approach on health literacy and risk. An alternative
bottom-up perspective is needed in order to learn more about the way individuals define and
understand health literacy. This perspective should reflect on health literacy’s cultural
embedding to illuminate blind spots and definitional spaces. The included articles show that
persons at risk understand, explain, feel and decide on risk, based on factors and attitudes
(individual lifeworld) that are not considered to be part of rational decision-making in the field

of evidence-based medicine (medical culture) (Lorke et al. 2021a; Lorke et al. 2021b). Risk-
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communication between professionals and patients can be thus defined as an intercultural
encounter (Kleinman 1978; Napier et al. 2014) which includes different risk and health
understandings, role-expectations and strategies to handle the feeling of uncertainty and trust.
Looking at health literacy, risk and communication through the prism of an intercultural
encounter may be highly beneficial with regard to the promotion of health literacy. The lessons
learnt from the field of inter- and transcultural communication and competence in the last few
decades may be adapted to the field of health literacy and risk (several suggestions in the sphere
of education and training are included in the module-box in chapter 3.2). The findings of the
included articles show three ways of promoting health literacy which encompass culture: (1)
targeting the counselling encounter and not solely the needs of a certain demographic group; an
insight from long-term attempts to develop tailored solutions to enable intercultural
communication (e.g. through culture-specific trainings based solely on nationality) is that such
approaches are neither beneficial nor practical in everyday health related communication
(Shepherd 2019); (2) employing participatory approaches in the development of instruments of
health literacy promotion: Engaging individuals as judges of health information may both
increase the self-determination of members of marginalised communities (Morales 2017) and
promote health literacy; (3) targeting the promotion of organisational health literacy and
intercultural opening at once: Since both concepts address people’s diverse information needs
and aim to reduce/remove access barriers to health care, they need to be applied simultaneously.

Neither nationality nor ethnicity justify a target-group approach.

3.1.2 THE POWER OF RISK-NARRATIVES - PROMOTING HEALTH LITERACY OF INDIVIDUALS AND
ORGANISATIONS

The three included articles show that how risk is narrated in everyday life, in medical
practice, or while doing research is crucial both for the ways risk is perceived and lived by the
so-called persons at risk, and for the better understanding of how risk is contextualised and
classified in a specific environment. Narratives on risk also impact the blurring of the line
between risk and disease in the decision-making process (Aronowitz 2009). While in the
context of mental health, individuals perceive risk as a kind of warning system (outside the
body) which may support the balancing of threat and confidence (Lorke et al. 2021b), in the
field of genetics, risk is seen as a dormant disease (hidden inside the body) which — if triggered
— may anytime break out (Lorke et al. 2021a). These different perceptions of risk may be
explained on the one hand by the different contexts in which risk is determined, and on the
other hand by the possible preventive measures and decision-making upon disclosure of a

positive test result. Nevertheless, in both cases risk is a concept which is based on statistical
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probabilities. Therefore, a sharpening of the border between risk and disease is essential (Lorke
et al. 2021a), especially in the case of genetic risks.

Persons who face health risks “construct their personal narratives in order to find a
meaningful way to manage their situation and to (re-)gain a sense of agency, embedded in their
biographical and social context.” (Lorke et al. 2021b). A closer look at these narratives may
provide insights into people’s risk perceptions and lifeworlds, and reveal possible competing
values between the individual and the system. In the context of medical counselling, a person’s
individual health literacy is faced not only with the challenge of accurately appraising the
communicated statistical risk prognosis, but also with managing “the emotional confrontation
with the new, identity-relevant role of being ‘a person at risk’.” (Lorke et al. 2020).

The sensitive use of language in terms of risk is one possibility to bridge diverging
values between system and individual. Svendsen (2006) found that there is a gap between the
social production of knowledge on risk and kinship in the institutional setting of counselling,
and the social experience of risk and kinship in daily life. For a culture and health literate
organisation, it is essential to address this gap through both increasing awareness and translating
medical risk knowledge into everyday language. This goes beyond the idea of translating
medical terms and concepts into plain language. The conscious use of language should rather
support the process of acquiring and understanding knowledge for health, and the ability to
evaluate this knowledge in the context of family history, ethnicity and culture (Rowlands et al.
2017). If this translation process gets integrated into professionals’ qualifications, this may also
enhance their communication abilities and empathy and thus improve humanism (Vargas
Pelaez et al. 2018). Training in the translation of statistical probabilities into everyday-relevant
meanings grounded in experiences may enable professionals to develop strategies of addressing
possible gaps in meaning-making during the risk consultation, instead of solely emphasising
the accurate understanding of numbers or medical terms. In the context of organisational health
literacy and intercultural opening, the same also applies for the distribution of foreign language
material — it is a minimum prerequisite for access to predictive medicine but is not enough to
enable patients to engage in communicative action. On that basis, I therefore recommend
diversity-oriented risk communication, rather than culture-specific guidelines for consulting
patients with different cultural backgrounds.

The findings in the included articles also demonstrate that narratives on risk and health
also play a central role beyond the process of decision-making on testing or prevention.
Furthermore, these narratives become an essential part of a person’s health literacy in the
process of negotiation before, during and after a specific diagnostic or preventive decision-

making on risk. Promoting the health literacy of individuals and organisations includes the
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development of interventions that target the different stages of the process of dealing with risk,

not only risk understanding during the counselling encounter.

3.1.3 HEALTH LITERACY, SUBJECTIVITY AND CRITICISM OF THE RISK DISCOURSE

Approaching health literacy in the context of risk in a culture-sensitive manner will be
neither coherent nor meaningful if it does not take existing criticism of risk discourse into
account and relate it to the findings of the included articles. Heibges (2019) provides a brief
summary of this criticism in the field of health from a socio- and medical anthropological point
of view, outlining the following three major themes: (1) a lack of a clear border between
diagnosis and risk, which may lead to the construction of identities (of healthy individuals)
which are based on (still) non-existent disease; (2) the medical statistical information on risk
does not offer concrete indications for individuals’ life prognosis and lifeworld; these
mismatching medical and individual agendas may lead to more insecurity and the feeling of
threat instead of increasing confidence in decision-making; (3) a trend for individualised
responsibility in predictive and preventive medicine as a form of power and control (or bio-
politics, speaking in Foucault’s terms (Foucault 2019)). The results of the included articles
provide several indications for the importance of reflecting on all these critical topics when
discussing health literacy.

The communication of a certain health risk may lead to a blurred understanding of
health, risk and disease (Lorke et al. 2021a; Lorke et al. 2021b). Since individuals interpret risk
information in the framework of their individual experiences, values and emotions, a certain
risk prediction may affect the process of identity construction. The emergence of identity based
on a statistical probability or a non-existent disease not only impacts the one segment in life
related to health prevention, but can also infiltrate all spheres of individual’s lifeworld and
visions of the future. In both cases of mental risk (psychosis) and genetic risk (familial breast
and ovarian cancer) prediction, individuals evaluate the health information, as already
mentioned above, as it is embedded into their individual family history and in the context of
their ethnicity and culture (Rowlands et al. 2017). These frameworks also determine the
understanding of the risk genesis (Lorke et al. 2020), how health risks are dealt with (Lorke et
al. 2020) and the impact of a person’s identity in the process of understanding risk (Lorke et al.
2021a). In the context of health literacy promotion, awareness of the importance of identity in
the process of prediction and prevention among both advice seekers and their doctors should
be increased, and critical health literacy at both the individual and organisational level should

be promoted.
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The statements above show on the one hand that individuals use their own frameworks
to interpret and evaluate communicated information of risk, and on the other hand that power
of definition with respect to health risks “predominantly lies with professionals, i.e., scientists
or health professionals, implying that there is one appropriate way of understanding and
interpreting risk-related information, and transforming it into health promoting behaviour”
(Lorke et al. 2021b). In the context of this contradiction, the findings of the included articles
illustrate the essential role of subjectivity in the way risk and health are explained,
communicated and lived. In order to approach and address the concept of health literacy in the
context of risk, subjectivity needs to be reflected on and referred to on a personal, systemic and
social level. The qualitative and ethnographic data in this research provide insights into
individual worlds, meanings and perceptions, which may question the objective common sense
on health and risk and disclose blind spots in the operationalisations of health literacy for both
theory and practice. This may provide an opportunity to strengthen the preventive function of
risk prediction, thereby increasing confidence and agency and reducing stress caused by the
feeling of insecurity and threat. According to the findings in this thesis, the process of relating
medical information to an individual’s own feelings, emotions and perceptions is described as
a resource for decision-making (Lorke et al. 2021a). Instruments that increase awareness for
this process and encourage advice seekers to reflect on their emotions and lifeworld while
evaluating risk information or during the process of decision-making on prevention, may be
also beneficial for promoting health literacy in the context of risk.

According to the data on the lived experiences and everyday knowledge of the persons
involved in this study, subjectivity both challenges and empowers the development of coping
strategies concerning risk, health and communication. The data show that views on risk and the
medical encounter depend on personal cultural background, and are related to certain values
which may compete (e.g. different attitudes towards preventive measures or risk
communication which result in different expectations of the counselling encounter). An attempt
to eliminate this subjectivity may reinforce lived culture-centrism, leading to discriminative
behaviour locally, and endangering cultural diversity globally. Furthermore, while
culturalisation of risks on an epidemiological level may positively improve professionals’
awareness for ethnical diversity in the context of medical treatments, it may overshadow other
factors related to risk such as poverty, discrimination and social exclusion (Ingleby 2012). I
therefore support the idea of explicitly addressing subjectivity during risk communication
between professionals and patients in order to make possibly competing values visible. Future
research on this topic should be encouraged to integrate a participatory perspective in defining

the central concepts based on interviewees’ individual perceptions and experiences.
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3.1.4 ‘VULNERABILITY OF MIGRANTS IN THE CONTEXT OF RISK AND HEALTH LITERACY

Since risk can be thought of as “relational order through which connections between
people, ‘things’ and ‘outcomes’ are constituted” (Boholm 2003) and individuals not only think
but also feel risk (Slovic et al. 2004), the concept of vulnerability should be negotiated in the
context of risk prediction. The findings generated in the included articles reveal the following
dimensions of vulnerability. If individuals are not to be regarded as “sinners or victims”
(Mechanic und Tanner 2007), these dimensions need to be taken into account when developing
instruments for promoting health literacy in the context of risk:

(1) Vulnerability in the communicative action: In order to successfully engage in a
communicative action with their doctors, advice seekers need to comprehend the communicated
risk prognosis. To achieve this, solid background knowledge and training is essential for both
parties engaged in the communication process. Since such prior knowledge is not typical for
advice seekers, counselling is a priori coined by epistemic injustice (Carel und Kidd 2014). In
this context, patients should be encouraged to “understand their own vulnerability based on risk
calculations” (Hunt et al. 2006). Furthermore, the risk consultation in the context of predictive
and preventive medicine also places “special demands on individual health literacy” (Lorke et
al. 2020), especially with respect to critical health literacy and the ability to reflect on “strategic
communication” (Lorke et al. 2020).

(2) Vulnerability in identity and lifeworld: Increasing awareness of vulnerability in the
context of risk and health literacy does not automatically improve shared decision-making and
patient-doctor-communication, since the impact of the communicated risk goes beyond the
counselling itself. In the context of mental health, labelling individuals with at risk status
challenges their lifeworlds in two different ways: (a) they are faced with the challenge to
achieve a balance between normality (as it was before knowing about the risk) and prevention
while avoiding stress; (b) they also need to negotiate the entanglement between symptoms and
personality when defining their own identity (Lorke et al. 2021b). In the case of genetic testing,
one further dimension of vulnerability emerged — a kind of distributed vulnerability through
genetic responsibility and the impact of genetic testing on a person’s family and relatives (Lorke
et al. 2021a). Therefore, sharpening the sensitivity for the patients’ risk explanation models
(Gunn et al. 2019), the issue of “telling the family” (Maddock et al. 2012), and increasing
awareness for strategic communication and epistemic injustice in the counselling process are
crucial aspects in developing instruments for health literacy promotion in the context of risk.

Approaching health literacy and risk in a culture-sensitive way in highly diverse societies
requires us to pay special attention to ethnicity and migration background. In existing literature,

such attention is directed towards the relation between migration background and the health
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system as well as towards the levels and specifics of individual health literacy among migrants
and their families. Recent studies have found that individuals with migration backgrounds have
difficulties orienting themselves in the health care system of the host country (Kostareva et al.
2020) and other studies have pointed out multilingualism as a factor which enables comparisons
between information in different languages produced in the context of different health systems
(Adam und Carol 2020). The recent work of Adam and Carol (2020) reveals the relation
between health literacy and migration background, which can in turn be related to the current
findings in the context of risk. In this way, it becomes possible to identify overlaps between
concepts like culture and risk in the context of health literacy. First, the authors found that
women with migration backgrounds (in the second generation) feel responsible not only for
their own individual health, but also for the health of the whole family. In the context of health
literacy and risk, similar familial and relational dimensions of the concept emerged both among
participants with migration and non-migration backgrounds (Lorke et al. 2021a). Second, the
role of intuition in the process of handling health information or decision-making is described
as an important one among individuals with migration background(Adam und Carol 2020). In
the context of risk and health literacy, intuition is also described as essential in the process of
decision-making and information seeking regardless of the cultural backgrounds of the
participants (Lorke et al. 2021a; Lorke et al. 2020; Lorke et al. 2021b). Third, Adam & Carol
(2020) also thematise the complex informational situation of migrant women caused by the
different channels of information in different languages. In the context of risk, the findings of
the three included articles speak for a situation of similar complexity due to fast changing
information environments concerning risk prediction.

Based on these three aspects, the following recommendations for health literacy promotion

among migrants in the context of predictive and preventive medicine are made:

(1) Migration background in itself should not be seen as a determinant of health literacy:
Bell et al. (2019) claim that promoting the idea of race as a determinant of individual
risk may not only reflect, but also reinforce power inequities. Similar reasoning may be
applied in the context of health literacy and migration background and needs to be
critically questioned. E.g. Lorini et al. (2020) suggest that improving the population’s
health literacy may help mitigate health inequalities between residents and migrants.
Their study offers a template for questioning the nature and quality of the differentiation
between the health literacy of residents and migrants, inviting for critical discussions
on the purpose and sense of such differentiation in the context of health literacy.

Approaching health literacy as communicative action (Lorke et al. 2020) may be a way
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of attending to migration background and ethnicity and at the same time avoiding the
reinforcement of power inequalities.

(2) Labelling individuals with migration background or individuals at risk as vulnerable
should not hinder participatory approaches. Studies on health literacy among members
of vulnerable communities call for special considerations in the different research stages
“in order to safeguard the integrity of the findings and the dignity of the participants
themselves” (Morales 2017). In the context of risk, collaborative research on and
promotion of health literacy is essential; researchers need to work out concepts and
research designs which do not endanger the risk understanding of the participants
(Lorke et al. 2021b), and which provide them with space to re-claim the power of the
risk definition.

For society and research, such a culture-sensitive approach to conceptualising, living and
promoting health literacy in the context of risk may be only beneficial. According to Douglas
(1990) “the best way to stay cool about health and other hazards is to be self-aware about the
choice between cultures” (p. 13). This claim is a good enough reason to call for more
comparative anthropological research on issues of predictive and preventive medicine across

the world.

3.1.5 HEALTH LITERACY IN THE CONTEXT OF RISK AS PREVENTIVE PRACTICE - PARTICIPATION
AND DISTRIBUTION OF BLAME

Labelling people as vulnerable due to an increased health risk in terms of statistical or
medical data, or due to ‘deficient’” health literacy may hinder their participation in the health
system and in taking care of their individual health. From a theoretical point of view, the label
of vulnerability may also be seen as a social construct and classification system, and risk as a
forensic resource® (Douglas 1990) which ensures that boundaries between moral and political
categories in certain societies or groups are built and maintained (e.g. participating in health
risk prediction as a sign of responsible and socially desirable behaviour and attitude; non-
participating as non-responsible, non-informed and socially non-desirable). Elaborated from an
anthropological point of view, we may consider two categories of vulnerability which regulate
a society’s dealing with foreignness (Schneider und Platenkamp 2019): (a) those labelled as
vulnerable due to differences in the state of their (system or medical) knowledge (in the context
of health literacy); (b) those labelled as vulnerable due to the consequences of being at risk for
a person’s identity and lifeworld (in the context of health risk prediction). Such categories may

reinforce a hierarchical communication order, when competing definitions of risk and health

G Especially in terms of “holding persons accountable” for undesirable outcomes (Douglas 1990).
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fail to be balanced through: (a) the communicative relationship between doctors and advice
seekers, (b) increased awareness of vulnerability on a systemic level, or (c) empowerment-
oriented research and health literacy promotion. On a practical level this missing balance may
lead to the attribution of blame or hinder participation.

The findings of the included articles demonstrate that in the field of risk prediction the
concept of agency (as the capacity to act and make decisions independently in the context of
individuals’ health and risk) may be challenged with respect to health literacy. On the one hand,
tensions between the individual’s lifeworld and the system, as well as between communicative
and strategic action, reveal the challenges faced by organisations and individuals
enabling/requiring access to predictive health services and acting upon disclosure of a positive
test result (Lorke et al. 2020). On the other hand, the idea of individual responsibility in the
context of risk prediction and knowing about the risk may reinforce the feeling of blame - for
not being successful enough in prevention in the case of disease breakout in the field of mental
health (Lorke et al. 2021b), or provoking the cancer emergence due to self-fulfilling prophecy
in the case of genetic testing (Lorke et al. 2021a). In the context of health literacy and risk,
individuals’ agency is challenged both on an organisational and individual level.

Views on the self as being at risk and on one’s individual role in the health-relationship
have an impact on how health and disease are experienced and handled (Betsch et al. 2016).
This subjectivity may be easily overlooked in the field of health literacy which follows a
universalistic approach to risk and health literacy. Ignoring the cultural values behind the
concept of health literacy may lead to labelling a group of people as ‘deficient’ and thereby
missing the chance to integrate that group’s resources into the health system. There is some
evidence in other fields of the health sciences which demonstrates the consequences of such a
universalistic attitude towards health values, and which emphasises the importance of
sensitivity towards diversity in medical care (Ingleby 2012; Kidd et al. 2018). According to
Bruchhausen (2017) this means that not only the culture of the group, but also the culture of
each single individual should be considered in intercultural communication in a medical
context. Thus, one might recommend avoiding any attempt to work out culture-specific
definitions and dimensions of health literacy. Put into practice in highly diverse societies, this
would mean avoiding study designs which address a group of individuals as vulnerable solely
based on their migration background or nationality.

Ingleby (2012) encouraged his readers to reflect on the moral and political dimensions of
health literacy, on the health care system as a guardian of values, and on the “dangerous kind
of arrogance” which assumes that only Western health understandings may be considered

literate. In the same vein, risk in health is also becoming increasingly political and controversial
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and implies a high degree of classification work (referring to Foucault’s (1990) notion of bio-
politics). Classification in this sense does not only happen at the clinical and administrative
level of the health system, but also in a political and identity-forming dimension (von Unger et
al. 2016). As a consequence, health literacy research and practice in the context of risk have a
highly symbolic and social responsibility, and therefore need to constantly reflect on their

function as a mechanism of power and control.

3.2 PRACTICAL IMPLICATIONS: A MODULE-BOX

The synthesised findings from the included articles and their discussion above offer a range
of recommendations addressing the communication of risk between advice-seekers and their
doctors. One possible way of getting closer to real-life practical implications is to suggest a
guide for the development of units for professional education and training. In the following
module-box, the theoretical recommendations for research and practice were transformed into
anchor points for training sequences in the field of patient-doctor communication in predictive
and preventive medicine. The innovative potential of this module-box lies in the fact that (1) it
grounds in empirical findings of a study on persons at risk of developing certain diseases, (2) it
emphasises a bottom-up perspective, and (3) it offers anchor points for the development of

culture-sensitive counselling practice through professional education and training.
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3.3 STRENGTHS AND LIMITATIONS

The design of the current PhD thesis is subject to some limitations related to (1)
methodology of sampling and data collection, (2) the researcher’s role in the process of data
collection and analysis, and (3) the research environment. Nevertheless, some of the indicated
limitations may be also seen as strengths and potentials depending on the context of

interpretation.

(1) Methodology of sampling and data collection: First, the study is based on empirical data
from a limited number of interviews. Thus, due to the sample size and the qualitative
study design, the findings of this study mainly reflect the experiences and thoughts of
the involved individuals and cannot be generalised for a large number of social groups.
Otherwise, the strength of such a qualitative approach lies in the depth of the collected
data which allows insight into complex topics grounded in real life experiences. Second,
the participants who consented to engage in the interview process can be assumed to
share a relatively high interest in health topics and are not representative for all social
layers and ways of life. It will be interesting to explore the themes of the current study
in collaboration with individuals with heterogeneous socioeconomic backgrounds who
have a low interest in health matters. A recommendation for future research is to
consider purposive sampling in order to address this heterogeneity, even though such
an approach may entail difficulties in recruiting and make research more time
consuming. Third, the cultural background (in its most popular meaning based on
nationality or ethnicity) was not explicitly addressed in the phase of study design and
recruiting. In the field of health sciences, this decision may be considered as uncommon
when focusing on a culture-sensitive approach. On the other hand, in the field of
ethnology and social anthropology (and in interdisciplinary academic communities (cf.
Napier et al. 2014)), this decision may be seen as a strength since it embraces the
recommendations of a wider understanding of culture in the context of health.

(2) The researcher’s role in the process of data collection and analysis: Since the key topic
of this thesis is related to culture, in terms of transparency it is necessary to mention the
author’s cultural perspective. Indeed, the author’s migration background may have
influenced the analysis and the interpretation of the study results. Due to training in
methods of ethnological research, this potential bias was an object of (self-) analysis
and constant reflection throughout the whole research process. Such reflection is
recommendable for every researcher regardless of the specific cultural or academic

background.
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(3) Gender, class and religion: Qualitative explorative research calls for reflections on
phenomena related to gender, class or religion and their impact on health literacy and
risk. Furthermore, in the case of this project all researchers involved in the empirical
phase are female. Since this research has a limited scope and is influenced by the
framework of the underlying scientific project, a reflection on these concepts was not
included in this thesis. Nevertheless, a recommendation for future research is to embed
these dimensions in the research and analytical processes.

(4) The research environment: Due to the specifics of the research field — predictive and
preventive medicine — and the collaboration with clinical partners, the recruiting of
study participants led to the exclusion of individuals with a subjectively perceived, but
not medically confirmed risk. Furthermore, solely the risk perceptions of persons at risk
were the object of research and not those of health care professionals. This may be
interpreted as a strength in the context of both patient-centeredness and participatory
research. However, from a theoretical perspective, doctors’ individual attitudes,
understandings and interpretations of health literacy and risk are as important as those
of patients. Since their perspective was not part of the underlying project (RisKomp),
follow-up research on this topic was initiated on an individual basis™. For future
research on risk and health literacy, a combined study design addressing both doctors

and patients may be beneficial.

5. CONCLUSION

Brockling (2017) describes prevention as an elementary mode in which contemporary
societies negotiate their relation to the future, and as a cultural pattern that includes discourses
as well as social practices and material artefacts (p. 74). In order to address risk in the context
of preventive medicine it is essential to be aware of this “cultural pattern”, and to make it both
tangible for the purposes of health communication and beneficial for a diversity-sensitive health
system. This cultural pattern surrounding the concept of risk in medicine also has a substantial
impact on health literacy on an individual and organisational level. The current PhD thesis
addressed these cultural dimensions of health literacy and risk from the perspective of
individuals at risk, and illuminated the factors which on the one hand constitute their individual
lifeworlds, and on the other hand underpin the potentials of a culture- sensitive approach to

health literacy and risk in the context of predictive and preventive medicine.

H1n the context of the doctoral project of Laura Harzheim, M.Sc., under the supervision of Prof. Dr. Dr. Saskia
Jiinger, additional qualitative data was collected by means of narrative interviews with experts in the field of risk
prediction and participant observation. The study focuses on shared decision making.
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The novelty of the thesis lies in the design of the qualitative research which combines
anthropological and health sciences approaches. Furthermore, the work addressed the concepts
of health literacy and risk in a culture-sensitive approach both on a methodological and content
level, and provided a theoretical foundation of empirical data, as well as a practical orientation
for researchers and practitioners. This transformation of theoretical ideas and interpretations
merged into a module-box which can be used by professionals in the field of education and
training.

The included contributions illuminated three spheres of the influence of risk prediction
and negotiation: communication (Lorke et al. 2020), body (Lorke et al. 2021a) and mind (Lorke
etal. 2021b). Gaining more understanding of individuals’ explanatory models of risk and health
in the context of their lifeworlds adds one additional layer of understanding risk in medicine
which needs to be reflected on. That is why the conceptualisation and operationalisation of
health literacy in the context of risk both in research and in preventive and predictive practice
may benefit from a conscious culture-sensitive approach. Approaching risk counselling as an
intercultural encounter may increase awareness of the different cultural embeddings of risk and
the narratives that define them, and improve communication skills. Furthermore, sharpening
sensitivity for the various cultural embeddings of risk in health also contributes to increased
critical health literacy as well as to a broader critical approach to risk and health literacy in
terms of the distribution of power and blame. With respect to future research on health literacy
and risk addressing culture in a narrower sense (in terms of nationality, ethnicity, or migration
background) this thesis also invites for re-negotiating the concepts of vulnerability and offers
practice-oriented recommendations for approaching the concepts in diversity-sensitive
contexts.

Finally, I’d like to include a statement from an interview with a woman at risk of
developing familial breast-ovarian cancer. Her words illustrate the entanglement of theoretical
considerations, lifeworld and explanatory models, health literacy and vulnerability. When asked
how she would describe her knowledge of the risk, she answered: “As an angel on the shoulder,

who says to be careful”.
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