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Foreword

This book is very timely and much needed, and in this foreword, I will explain why
I think so.

Mental health has finally come out of the shadows. There is an increasing under-
standing globally that mental health and well-being are not anymore in the margins
of policies and human development. Mental health, as a new priority, appears now to
be often the focus of policies relating to health, social welfare, education and other
areas of societal life. Recently, there have been many high-level global, regional, and
national decisions about the central role of mental health and well-being in shaping
the future of societies. It is strange that the world had to wait so long to come to
its conclusion about this importance, and now, we have the opportunity to reflect
on what may have been behind such a long delay. In addition, the time has come
to invest more in the promotion of mental health of individuals and societies, and
to develop effective ways of prevention, support, care and recovery in the field of
mental health.

There seems to be a broad consensus regarding this part of the new discourse
about mental health as an emerging priority. This is, actually, an easier part of the
discourse. However, when we move to the next issue, which is about how to invest
and how not to invest in mental health, the global community, including experts,
appears to be far from consensus. There is disagreement about how resources should
be used, which interventions are effective, what kind of balance should we have
between biomedical, psychological and social interventions, and whether coercion
is justified in mental health care. The list of questions without clear answers, but to
which there could be agreement, is very long.

I had the unique opportunity during the last 6 years to be in the center of this
fascinating global discourse, with a huge variety of opinions, with passionate experts
and entire organizations formulating and presenting their versions of truth, with quite
dramatic interaction of science, practices, policies aswell as power struggles. In 2014,
I was appointed by the UNHuman Rights Council as a UN Special rapporteur on the
right to physical and mental health. This means that I became a mandate holder, and
the rule of the game is that the Special rapporteur should keep informing the UN,
the member states and other stakeholders about how the right to physical and mental
health should be realized–and how it should not. Because mental health was already
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vi Foreword

emerging as a new priority, because of the legacy of undermining the importance of
mental health during previous decades, and becausemyownprofessional background
is in mental health (I am a child and adolescent psychiatrist), I decided to make
mental health a priority of my rapporteurship. Therefore, I started to explore the
global situation and to work on my reports to the UN.

I have learned a lot from my previous work including insights produced from my
critical analysis of the situation in the field of mental health in Central and Eastern
Europe. In this region, the field of mental health has been and remains–for different
historical reasons–affected by a legacy of stigma, discrimination, institutionalization
and social exclusion. In addition, I have been observing for many years how ideology
was influencing practices, but also outcomes of research. At that time when I was
studying medicine and started to work as a young psychiatrist and researcher, mental
health was used by the Soviet Union as one of the “battlefields” of the Cold War. It
was of utmost importance for Soviet ideology to prove that mental health problems
can be prevalent in the west, but not in the Soviet Union which, according to that
ideology, have been eradicated by the political system. The researchers had to prove
that in the country which was supposed to be on the way to building communism,
social and psychological risk factors in the society do not exist anymore. Hence,
mental disorders or mental health problems could emerge only in individuals who
have biologically determined mental disorders. This is how schizophrenia and other
diagnostic categories started to be misused, which lead finally even to the political
abuse of psychiatry in that part of the world. This was one of the lessons I learned–
that a lot of statistics and biased research can perfectly hide the real problems.

However, since 2014 my mandate was global, so I could not focus on just one
region any longer. I needed to capture global challenges and opportunities.

I was traveling tomany countries, meeting representatives of governments, mental
health professionals, users and ex-users of mental health services. I was attending
numerous meetings and visiting a large number of mental health facilities. Based
on consultations, site visits and collected information I prepared several reports to
the UN. This was my duty—the Special rapporteur prepares and presents thematic
reports to the UN Human Rights Council (HRC) and to the General Assembly.

One of these reports—the report which I presented to the UN HRC in June 2017,
sparked so many responses, and these responses were characterized by such a broad
spectrum of views–ranging from extremely positive to extremely negative–that it
could be interesting for someone to explore these responses as something very unique
and meaningful “food for thought”.

How it could happen that one group of experts, well known in the world of mental
health research andmental health policy, decides that themainmessages of the report
of the UN Special rapporteur are correct and should be taken up by governments,
while the other group of experts, who are also prominent researchers and advisers for
politicians, conclude that this report should be disqualified and that itsmainmessages
are wrong and misleading?

The huge polarization, which was revealed through responses to the report, is a
reflection of long-standing tensions with regard to the status quo in global mental
health and to the way, the global community should proceed.
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While many organizations and experts supported the main messages of the report,
one group of experts and organizations that did not agree with those messages, was
mainly representing the professional group of psychiatry.

This was not a surprise. My assessment of the current situation in global mental
health was very clear about this status quo being unacceptable. I questioned the
central statement of the movement for global mental health, which was about the
“heavy burden of mental disorders” and the main goal of investments that need to
be increased, which is to address the treatment gap. One of my conclusions was that
the main problem is not the burden of mental disorders, but the burden of obstacles
for the realization of the right to mental health. Three main obstacles that I have
identified were reflecting the dominance of the neurobiological model during the
last four decades in mental health care and psychiatry. One obstacle was the obvious
overuse of the biomedical model and biomedical interventions (mainly treatment
with psychotropic medications) dominating mental health care practices. Another
obstacle was huge power asymmetries—especially between service providers and
services users in mental health care, but also between psychiatrists and other mental
healthcare workers. The third obstacle was biased use of knowledge and evidence in
mental health care, resulting in informing everyone that, for example, depression is
about chemical imbalances in the brain.

Is this all about denouncing or demonizing the medical model in the field of
mental health? No, I think that the medical model and psychotropic medications do
have their role in providing care and support to people with mental health needs.
The problem I was raising was about overuse and misuse of some interventions, and
about a human rights-based approach being undermined by the dominant idea that
first of all mental disorders should be fixed by doctors, voluntarily or by force, and
only then dignity and human rights can be exercised.

The dominance of the biomedical model and biomedical interventions is based,
as we know, on research. Here we approach the main theme of the foreword—
why qualitative research is so much needed. The reason is that one more important
imbalance was created by the excessive reliance and overuse of quantitative research.
As it appears now, findings of that research have been strongly influenced by the
pharmaceutical industry, and have failed to keep to its promises. We know, and I
have elaborated on this issue in other reports (such as my report on corruption and
right to health), that large numbers of findings of research that were informing the
stakeholders have been biased. Medications may have their role in the management
of mental health conditions. However, evidence about their effectiveness has been
biased, and for many years, patients, doctors and politicians have been receiving
misleading information aboutwhat could be themost effectiveway tomanagemental
health conditions.

To restore the balance in research and in informing the general public, politicians
and medical doctors, good qualitative research is very much needed. It is becoming
evident nowadays, thatmental health is strongly about the context. It is about relation-
ships, diversities, power issues, effects of discrimination, inequalities and violence.
It is about the emotional and psychosocial environment in which we live. This envi-
ronment can and should be healthy, rich in supportive and respectful relationships.



viii Foreword

Unfortunately, quite often this environment can also be toxic and contaminated with
hatred,mistrust, violence, xeno-, homo- and all other kinds of phobia. Largely,mental
health depends on these contextual and social factors, which can be investigated with
social sciences and qualitative methods. Behind the phenomenon that nowadays is
called depression–considered one of the most prevalent health conditions-power
imbalances might be more important factors, than so-called chemical imbalances
which are still presented in medical textbooks as targets for the management of
depression.

Sadly, during recent decades, the context of the societal fabricwas largely ignored,
and we should understand that this was because of focusing excessively on the brain
and on the dominance of the reductionist idea that neurosciences will eventually
provide a cure for mental health conditions. The attempt to present mental health care
as a classical field ofmedicine, with a desperate search for a “cure ofmental diseases”
has failed. Behind this failure stood mainly the fact that research on societal and
contextual issues was undermined and was considered not as important as research
on brain.

There is still a long way to go for this systemic error to be corrected. Despite
increasing evidence that essential changes in mental health policies and services are
needed, the lion’s share of mental health budgets in most countries of the world
continues to be allocated to cover expenses of psychotropic medications, psychi-
atric hospitals and long-term care institutions. The expert opinions of persons with
lived experience (users and ex-users of mental health services), and non-medical
mental health professionals are often ignored or undermined. According to existing
“unwritten rules” shaped by decades of the status quo, psychiatrists are the experts
as they are medical doctors and this is why they know more and better. Interestingly,
among psychiatrists there is an increasing variety of views as well. However, as a
consequence of decades of dominance of the biomedical-neurobiological model, the
power in decision making belongs to those professionals who hold the view that
psychiatry is a field of biomedicine and that it should continue to be so.

This is not a black-and-white matter. However, we should agree that the time has
come for another paradigmatic shift in global mental health. This is how the field
of mental health is developing; we know from history that mental health care and
psychiatry has been marked by shifts of paradigm. On the one hand, each such shift
was bringing some improvement to the lives and human rights of people who had
mental health conditions and mental health needs. On the other hand, the pendulum
was oftenmoving to the other extreme, and after some time a criticalmass of evidence
was in place that something has gone wrong (again), and that change is needed
(again). There has been a continuous search of optimal balancewithin the bio-psycho-
social model, to avoid moving too far either to “mindless brain” or to “brainless
mind”. So now, in the 20s of the twenty-first century, we have quite a lot of evidence
to identify harmful imbalances and asymmetries in the globalmental health scene and
to move to vitally important changes. These changes need to be guided by evidence,
which includes outcomes of social sciences and qualitative research, and by fully
embracing a human rights based approach which has been undermined so far by the
status quo in global mental health.
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To conclude this foreword, let me share some suggestions which might inspire
researchers to contribute even more than before, with a combination of qualitative
and quantitative research, to the development of effective and human rights-based
mental health care and support services.

Analysis of power issues and the heavy reliance on involuntary (forced) measures
in mental health care could shed more light on how to abandon this legacy of pater-
nalism, coercion and disempowerment of users of mental health services. Analysis of
issues related to relationships, diversities, indivisibility of human rights, therapeutic
alliance and trust could provide creative solutions to how the mental health of society
and individuals, including those with mental health challenges, could be effectively
promoted.

While the tradition of investing in quantitative research, focusing on assessment
of global burden of mental disorders, is still quite strong, in order to establish a
better balancemore qualitative research is needed to critically address the categorical
approach of diagnosingmental health conditions and the excessive focus on targeting
individuals and their brains with biomedical interventions. Protective factors and
how to invest in resilience should be explored, so that we do not excessively rely on
highlighting risk factors.

Given that there is quite a lot of evidence regarding the crisis of biological psychi-
atry and the neurobiological paradigm, the importance of modern social psychiatry
is increasing. Here, research is needed to pave the way for effective practices that
could be free from coercion and respectful of the human rights of persons with
mental health needs, including persons with psychosocial, intellectual and cognitive
disabilities.

Suicide should be investigated as a form of (self-directed) violence and as a
public health issue, and more research in this direction could be helpful to balance
reductionist biomedical explanation of depression and suicide. The impact of adverse
childhood experiences on physical and mental health should become a central theme
of modern health research all over the world.

With regard to stigma, there is still quite a strong myth that persons with mental
health conditions and psychosocial disabilities are dangerous to “normal society”.
We need more concerted efforts, with research and advocacy, to address this kind
of “common sense error” based on a legacy of stigma and discrimination. I would
suggest the hypothesis, that it is first of all the so called “normal society” that may
be dangerous to groups in vulnerable situations, but also to itself, with all these
prejudices, fears and myths that work as self-fulfilling prophecies and are reinforced
by outdated mental health systems.

One of the importantmeetings I hadwas ameeting in 2019with leaders ofGerman
psychiatry. This meeting took place in Berlin, in Luisenstrasse, famous for many
important events and discoveries in the history of medicine. Among monuments to
famous researchers, not that far from each other, I had the pleasure to symbolically
meet and pay tribute to two peoplewho contributedwith their discoveries and insights
to two equally important sides of medicine and health care. They were Robert Koch
and Rudolf Virchow. Robert Koch discovered specific causative agents for several
infectious diseases and thus contributed to the successes of biomedicine. Rudolf
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Virchow reminded, and continues to remind us, never to forget that medicine is a
social science. It is very important to nurture the fragile balance within these two
significant parts of science and practice—so that the global community is effective
and successful in protecting physical and mental health of everyone.

Former UN Special Rapporteur on the right to health (2014–2020)
Professor, Clinic of Psychiatry, Vilnius University

Vilnius, Lithuania

August 2020

Dainius Pūras
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Chapter 1
Introduction: Qualitative Research
in Mental Health—Innovation
and Collaboration

Maria Borcsa, Carla Willig, and Sebastian Schröer-Werner

Abstract This introductory chapter explicates the conceptual background of the
volume. It describes the tradition of the Qualitative Research in Mental Health
(QRMH) conferences and illuminates the transdisciplinary field of mental health
as well as the current discourse of mental health as global challenge. Innovative
elements of the book chapters are pointed out and related to main features of qualita-
tive research in general and in mental health research specifically, like power issues
and ethical considerations, the meaningfulness of process research and naturalistic
settings, how to accumulate knowledge by doingmetasynthesis and how research can
become an intervention. Finally, the chapter gives an outline of the book’s structure.

Keywords QRMH conferences · Global mental health · Qualitative research ·
Metasynthesis · Naturalistic setting · Transdisciplinarity · Power · Ethics

Good mental health is related to mental and psychological well-being. WHO’s work to
improve the mental health of individuals and society at large includes the promotion of
mental well-being, the prevention of mental disorders, the protection of human rights and
the care of people affected by mental disorders. (WHO, October 2019)

Introduction

There is broad agreement in contemporary scientific discourse that the topic and focus
of any research project determines the methodology used. If amounts, frequencies,
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and statistical relationships are of interest, quantitative methods are the methods of
choice. However, if research focuses on structures of meaning, patterns of action,
and associated processes, then the only option is to choose qualitative methods. In
this context, traditional quality criteria of research derived from natural sciences like
objectivity, validity, and reliability play a subordinate role. For qualitative research,
instead, it is essential to define criteria linked to the respective research questions
(see Flick, 2014; Strauss & Corbin, 1998; Strübing, Hirschauer, Ayaß, Krähnke, &
Scheffer, 2018). Polemic discussions between scientists about what is “true” science
should be a footnote of history (Kromrey, 2005).Nevertheless, it seems still important
to emphasize the advantages and potentials of qualitative approaches in the field of
social and health sciences (see e.g., Loewenthal & Avdi, 2018).

Classical approaches of qualitative research are often related to language and text,
for example by conducting and analyzing interviews. In recent years, we witness two
so-called turns: (1) a corporeal/body turn and (2) a visual turn. First, more attention
is paid to the body as one particular field of research, as a theory category (e.g.,
within the context of conceptions of identity), as well as a tool to acquire knowledge
about an area of research (Giardina & Donnelly, 2018; Gugutzer, 2006). Second,
the importance and relevance of visual data is supported by an increasing signifi-
cance of media in everyday life (Banks, 2001; Pauwels, 2000); Mey and Dietrich
(2016), for example, transferred considerations and procedures of grounded theory
onto visual data. In this book, Saara Jäntti, Kirsi Heimonen, Sari Kuuva, Karoliina
Maanmieli, and Anu Rissanen present their research on Finnish people’s memo-
ries from mental hospitals; one of their foci is the body, in which experiences are
metaphorically “engraved” (see Chap. 10). Another project, introduced by Penelope
Kinney (Chap. 4), describes the method of “walking interviews”. Here as well, the
body can be seen as a central tool of data collection and source of knowledge at the
same time. Following the second development, Julianna Challenor, Eugenie Geor-
gaca, Rebecca Aloneftis, Helena Curran, and Nobuhle Dlodlo (Chap. 6) present,
besides other studies, a visual discourse analysis of childbirth images posted by
postnatal women on Instagram. The example of giving birth as one primary affective
lived experience shows that some realities “cannot or ought not to be reduced to
discourse” (p. 107 in this book).

Nevertheless, in many other chapters of this book, the importance of word-
based analysis is highlighted, reminding us that much meaning is communicated
by language in social life, and this includes the construction of meaning around
mental health.

The Tradition of Qualitative Research in Mental Health
(QRMH) Conferences

Hosted by the Protestant University Berlin, Germany, the seventh Qualitative
Research on Mental Health conference (QRMH7) took place in September 2018.
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These biennial conferences1 have grown from a modest beginning some fourteen
years ago, being organized by a network of researchers. The 1st and 2nd Qualita-
tive Research on Mental Health conferences were held 2006 and 2008 in Tampere,
Finland, the 3rd and 4th followed 2010 and 2012 in Nottingham, UK, and the 5th and
6th in 2014 and 2016 in Chania, Greece. Successive events have attracted steadily
growing international interest, both by novices as well as by experienced researchers.
Contributors have come from a diversity of backgrounds: health and social care
professionals, social scientists and health policy makers, mental health service users,
and others, creating a space for lively and enriching discussions.

The QRMH conferences have developed in response to the wide acknowledg-
ment that a fuller understanding of mental health difficulties, their origins, and their
treatment entails a comprehensive range of epistemologies and research methodolo-
gies. As mentioned, qualitative methods offer essential insight into highly relevant
mental health related topics, such as relationship issues, power, social exclusion,
and other social phenomena, which quantitative approaches are typically not able
to deliver. Therefore, they are an important complement to biomedical models and
research methodologies, which can be considered as mainstream in mental health
research these days. We agree with del Rio Carral and Tseliou (2019, p. 332) that
“collective efforts are needed internationally to increase the participation of qualita-
tive researchers” in a wide range of research areas, one of special importance being
mental health themes. This awareness has been the motivation to engage in editing
this book.

The Transdisciplinary Field of Mental Health

In this book, and in line with the tradition of the QRMH conferences, mental health is
referred to as a field of phenomena that requires multiperspectivity and a transdisci-
plinary stance to grasp the diversity of aspects contained in this concept. Moreover,
even if health legislations (still) follow national policies, a field has been estab-
lished within public health which tries to transcend national perspectives, “one that
aimed to improve treatments, increase access to services, and reduce human rights
abuses of people experiencing mental disorders” (Cohen, Patel, & Minas, 2014,
p. 3). This global mental health approach grounds in the consensus, that neither
pure biological, nor pure cultural processes are able to fully explain mental health
conditions. We follow the above-mentioned premises, seeing mental health in a
socio-ecological framework (Petersen, Barry, Lund, & Bhana, 2014), resulting from
intrapersonal (genetic make-up, physical health, cognitions, emotions, skills, and
behavior), proximal (interpersonal and immediate factors related to family, peer,
school, and community), and distal factors (culture and policies, e.g., economic
and environmental policies—representing national and the global level in terms of
macrostructural factors).

1Due to the COVID-19 pandemic, QRMH8 was postponed to 2021.
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According to Rutz (2001, cited in Coskun, 2017, p. 17), “the type of mental health
services offered and howmentally ill people are treated and integrated into society is
one of themost sensitive indicators of the level of democracy, pluralism, and tolerance
in a society.” Starting from clients or patients and their concrete interaction with
professionals, we have to incorporate mental health services in their intersectionality
into our considerations (Wahlström, 2017). Moreover, we have to be aware of the
influence of societal discourses regarding mental health and illness on individuals
and social systems. These different phenomenological levels require a diversity of
research approaches as “the context of where research is carried out, by whom, for
what reason(s), from what position, with what aims, and in what manner are some of
the, many, factors that affect its quality and usefulness” (Loewenthal & Avdi, 2017,
p. 2).

Cultural and social practices co-construct how people understand mental health,
be it as “service user,” “service provider,” or “decision-maker” (Coskun, 2017).
Subsequently, research in this field has to be considered as cultural and social practice,
too (Loewenthal & Avdi, 2017; Wahlström, 2017), providing the researcher(s) with
responsibility and a certain amount of power. Self-reflexivity, which is essential in
qualitative research, goes hand in handwith an emancipatory attitude, trying to enrich
the social discourses on mental health with wisdom “from within” and “bottom-up,”
instead of “top-down,” in its double sense: theory-driven as well as hierarchical.

Besides clarifications from a methodological standpoint, this task requires
adequate methods with regard to the respective levels of analysis. That is why, among
others, psychological, sociological, historical and linguistic disciplines, with their
respective qualitative research approaches and specificities are needed to embrace
the empirical complexity. Most often, this multiperspectivity cannot be achieved by
one researcher alone, but needs collaboration. Chaps. 6–10 in Part II of this book
illustrate how fruitful it can be to cooperate in studying one phenomenon, in its best
case transcending disciplinary boundaries.

Mental Health as a Global Challenge

“Globally, it is estimated, that only 7% of health budgets are allocated to address mental
health difficulties. Most investment is focused on long-term institutional care and psychiatric
hospitals, resulting in a near total policy failure to promote mental health holistically for all.
(…) Public policies continue to neglect the importance of the preconditions of poor mental
health, such as violence, disempowerment, social exclusion and isolation and the breakdown
of communities, systemic socioeconomic disadvantage and harmful conditions at work and
in schools.(…) For any mental health system to be compliant with the right to health, the
biomedical and psychosocial models and interventions must be appropriately balanced,
avoiding the arbitrary assumption that biomedical interventions are more effective.” (United
Nations, Human Rights Council; Report of the Special Rapporteur Dainius Puras, March
2017, p. 3ff)
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The right tomental health as a universal right is a regulating idea according toKant,
as humankind might never reach this aim. As with all regulating ideas of humanity,
the challenge is not to surrender in front of the task, but to the contrary, to show perse-
verance in approaching this goal. In this context, Di Nicola (2019) refers to a “slow
psychiatry”; from his point of view, a redefined social psychiatry is needed, which is
phenomenological (instead of technocratic), is emic (experience-near), creates thick
descriptions, is heuristic (instead of developing algorithms), accumulates knowledge
(instead of emphasizing the pragmatic impact), focuses on comprehension (instead
on mastery), and which is methodologically pluralistic. His position is clear: “The
vaunted biopsychosocial (BPS) approach, offering an integration of three domains,
became a convenient cover for psychopharmacology and neuroscience research to
appear inclusive, yet in practice, as DSM-IV chairman Allen Frances later observed,
BPS became “bio-bio-bio”.” (ibid., p. 9). Also Janice Sargent and Angela Abela
(Chap. 2) point out that “psychiatric diagnosis do not explain aetiology, prognosis
and treatment butmerely classify them” (p. 19 in this book). By asking research ques-
tions like “Where do psychiatrists locate themselves on the continuum between the
biology-only perception of schizophrenia and its recovery and the biopsychosocial
perspective of the disorder and its recovery?” and “how are such perceptions in turn
manifested in their clinical practice?” (p. 20), we can trace psychiatrists’ habitus and
their influence on their professional work, as done in Sargent and Abela’s research
on the island of Malta. As shown in their study, “despite all participants holding
a medical view of schizophrenia, those who focused more on the disease and its
medical treatment as opposed to viewing the person as a whole and incorporate
diverse interventions, appeared to develop a more pessimistic view of recovery in
schizophrenia” (p. 28). Obviously, as mental health treatment is always provided
through interaction (even if it is merely medication), a more pessimistic view is in
danger of creating negative effects on the therapeutic relationship and consequently,
on the patient himself/herself. However, we also need to widen the perspective:
“The mental health system in which psychiatrists operate seems to greatly influence
their decisions when it comes to treating individuals diagnosed with schizophrenia.
Although the mental health act (2012) states that treatment should primarily take
place in the community, the participants [of the study; i.e. psychiatrists] claimed
that community support is lacking, (….) and the mental health system in Malta is
still hospital-based” (p. 29). This is confirmed by the number of beds in psychiatric
hospitals.2 At the same time, multidisciplinary teams and a structure of community
treatment are lacking. Taken these factors together, we see that even if some of the
psychiatrists wished to adopt a different, less trauma-inducing and more recovery-
oriented treatment, they might fail due to the deficiency of resources. Here, there is
no other option than to change the system of intervention from medical to political.

2Malta having 185 per 100,000 inhabitants while the European average lays by 72 (ibid.).



6 M. Borcsa et al.

Giving Voice—The Inside and Outside

What it means to be a “service user” shows itself in different ways, depending on
whether it relates to one’s own experience, an experience we witness or an experi-
ence accessed second or third-hand—researchers are mostly in the latter position. As
Carla Willig states, “suffering is not a passive state but a project in which the person
is actively engaged” (p. 98 in this book). How can we approach this suffering in an
ethically appropriate way? In her chapter, Penelope Kinney presents a participant-
focused data collection method, which is compatible with different epistemological
backgrounds; here, in the center of attention is not the researcher with his/her (scien-
tific) worldview, but the subject of inquiry. Kinney learned as an occupational thera-
pist within forensic psychiatric services, that “living with major mental illness often
affects a person’s ability to hold spontaneous conversation” (p. 65). Researching this
specific group of patients, she reflects: “A person may sit passively during traditional
qualitative talking interviews, waiting for guidance on how to answer questions. I
looked to find if there was another option that would allow the client participants
to engage in a way that was familiar to them, and would not put undue pressure on
them to speak continuously. I came across the walking interview.” This description
shows, how the researcher tries to adapt her method of inquiry to the group and
the topic she wants to study—“walking alongside a participant in a familiar envi-
ronment the researcher can gain insight into a sense of alienation or connection the
participant has with their community. Because the researcher is observing the partic-
ipant while also interviewing them, it is possible to gather information about how
the mental health client interacts with both their physical and social environment”
(p. 80). By connecting oneself with the usual environment of the interviewee, the
researcher might get an idea and a feeling from “inside,” how this situation affects
the everyday life of the interviewed person. That means of course exposing oneself
to the researched world, becoming ethnographic, for grasping the researched topic
in a more complete, both rational and sensual way—at least to a certain extent.

A special mode of doing ethnography, i.e., autoethnography, is constructing a
position of being both object and subject of the research, as done by Carla Willig
in this book (Chap. 5). Her research aim is “to shed light on the lived experience
of cancer in contemporary Western culture” to “understand the nature and quality
of the distress that can be generated by a cancer diagnosis” (p. 84). She points out,
that “subjective experience is, at least in part, mediated and shaped by available
discursive resources” and the active engagement with these resources is a way to
create meaning for this experience (ibid.). This is also the starting point of the above-
mentioned study by Challenor et al. (Chap. 6) named “Listening to what is not
said.” The authors exchange the foreground with the background: using different
discourse analytic approaches, they are concerned with “in whose interest it might
be that certain discourses or discursive repertoires are not heard” (p. 105, italics by
M.B.) and “what function is served by the absence of alternative ways of speaking,
thinking and doing” (p. 106). This creates an extraordinary position of the respective
research, as the analysis not only gives voice to the researched (be it oneself or
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someone else) but shows also, that adopted discourses are always only one option
of making sense of one’s experience. Other, alternative discourses are marginalized
or even excluded and these exclusions follow certain functions: the not-listened-to
becomes a self-disciplining not-said, thus stabilizing existing power structures.

Power Issues and Ethical Considerations

Mariya Lorke, Carolin Schwegler, and Saskia Jünger show and explain in Chap. 7,
how differently people make sense of being confronted with health risks; what
does it mean to “be at risk” for a person, either to develop dementia (in their
chapter: study 1) or psychosis (study 2)? The authors state: the “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 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” (p. 137 in this book).

As mentioned, reflexivity is a central concept and tool in qualitative research.
Seeing research itself as social practice, qualitative research is usually more
concerned with power issues than traditional quantitative approaches following a
biomedical perspective. In addition to the analysis of the research interviews from
both studies, Chap. 7 also presents ethical considerations around how to do research
with vulnerable groups; intervision might be a format of choice to keep reflection
on the research process ongoing, with positive outcomes both for the researched
individuals and for the research goal.

Accumulating Knowledge

Two chapters in this book (Chaps. 3 and 5) use and explain their work with meta-
synthesis of existing qualitative research, “Due to its commitment to a detailed
exploration of meanings, qualitative research tends to use data from relatively small
numbers of participants. This means that it can be difficult to drawwider conclusions
from an individual piece of research.Metasynthesis is amethodology that provides us
with an opportunity to integrate findings from several qualitative studies to produce a
conceptually more robust account of the meaning and significance of an experiential
phenomenon than would have been possible on the basis of a single qualitative study
alone” (Willig, p. 96 in this book). Krivzov et al. explicate: “While being comparable
with the better-known quantitative meta-analysis, metasynthesis can and should go
beyond the mere question of treatment efficacy, which is often the focus of quantita-
tivemeta-analysis. Instead, metasynthesis can address more complex process-related
questions” (p. 38). In their chapter, Juri Krivzov, DewiHannon, andReitskeMeganck
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refer to the Single Case Archive (www.singlecasearchive.com), an online database
bringing together over 3000 psychotherapy case studies, collected by an international
team of researchers (for more information see Chap. 3). This database is a unique
opportunity for conducting metasyntheses, especially on process themes, as case
studies have the advantage of reporting on therapy processes in naturalistic settings.
Krivzov et al. invite us to witness sophisticated methodological innovations like the
creation of timelines of therapeutic events.

Understanding Systems on Different Levels and Feeding
Knowledge Back

The concrete interaction between the so-called service users and practitioners might
be the level of concern in discursive research; we can frame the construction of this
interactional arrangement as the therapeutic system in a narrower sense (see Chap. 8).
As mentioned above, process research in naturalistic settings requires innovative
methods. In their study on systemic couple therapies, Borcsa and Janusz implement
Interpersonal Process Recall, also known as Stimulated Recall Interviews. “IPR/SRI
has been developed as a method of reviewing a video recording to recall thoughts
and feelings that occurred during the time of the recording. Hence, with regard to
psychotherapy research, IPR as an interview approach was designed to access a
therapy participant’s experiences as close as possible to the moment of the original
interaction” (p. 172 in this book). The aim of the presented analysis is to study
the mutual dynamic between the couple therapists’ references to their professional
practice and to their personal experiences during the interview. To achieve this aim,
two methodological approaches are employed: dialogical analysis to investigate the
distinction between the therapist’s professional and personal selves, and the narrative
storytelling approach in order to describe the therapist’s positioning in terms of his
or her discursive identities being displayed in the IPR/SR interview.

The concrete interaction between any service user and professional is at all times
embedded in an institutional situation. Fiorella Bucci, Rosa Maria Paniccia, Felice
Bisogni, Stefano Pirrotta, Francesca Romana Dolcetti, Giulia Marchetti, and Katia
Romelli make us acquainted with Emotional Textual Analysis (ETA). Chapter 9
describes ETA as a psychoanalytically informed method of text and discourse anal-
ysis, “to enable psychological research and intervention with social groups, insti-
tutions and organizations” (p. 201), aiming at researching the culture of the insti-
tution in question (in the authors’ first study being a school, in the second study a
healthcare organization providing services for adult disability). Focusing on emotions
expressed in language, ETA states that they are a fundamental organizer of relation-
ships, i.e., also in the relationship between clients and practitioners. The chapter
transcends the structure of this book in two ways: ETA understands itself explicitly
as an intervention-research tool, informing concrete training activities with staff as

http://www.singlecasearchive.com


1 Introduction: Qualitative Research in Mental Health … 9

well as clients. Further, it is a mixed-method, as statistics are used in a second step
of analysis (for further details, see Chap. 9).

Jäntti et al. (Chap. 10) draw our attention to the socio-historical aspects of mental
health, giving us insight into Finnish psychiatric practice from 1930 onwards, which
at that time was heavily based on psychiatric hospitals and institutionalization. The
multidisciplinary research group comprising of a language and communication scien-
tist, an art historian and cognitive scientist, an artist-researcher, a poetry therapy
instructor and psychiatric nurse as well as two academics in history and ethnology,
investigated how experiences in mental asylums are remembered today, analyzing
writings by patients, relatives, personnel, and their children. This work gives us
an extraordinary insight into the fruitfulness of a multidisciplinary approach, an
approach which furthermore becomes interventive by creating artistic events and
discussions with the audience following their research.

All this research sheds light on the social construction ofmental health phenomena
on the micro-interactional and macro-institutional level and makes us aware that
historical change is possible and needed, locally and globally.

The Book Structure

The book structure follows the twomain formats,whichwere included at theQRMH7
conference: individual presentations on the one hand and symposia on the other. All
chapters refer to concrete research questions and present their respective results.

Part I of this book is dedicated to specific research studies, submitted as indi-
vidual papers to the conference—they mirror different levels of academic work,
some originating in Master theses, others conducted by Ph.D. candidates, yet others
by experienced academics. Some of the chapters deriving from these presentations
are more focused on data collection; others put their emphasis more on data analysis
(for a detailed methodological reflection on the chapters of this book, see concluding
Chap. 11).

The chapters in Part II are resulting from symposia where researchers had united
beforehand for a larger cooperative research project, working on these projects in
their respective home countries like Lorke et al. in Germany (Chap. 7) or Bucci et al.
in Italy (Chap. 9) or Jäntti et al. in Finland (Chap. 10). Another group of papers
has their commonalities in using similar research methods or methodologies, but
in different studies: Challenor et al. (Chap. 6) present three different studies with
the unifying feature of using discourse analytic approaches. Maria Borcsa has been
working with Stimulated Recall Interviews in a couple therapy research project in
Germany, while independently, Bernadetta Janusz has been using the same method
in couple therapy research in Poland. In Chap. 8, they join their perspectives.

Recent individual, collaborative, or institutional endeavors mirror an increasing
interest in studying mental health phenomena from more than one perspective and
furthermore, bringing together existing qualitative research, as is done in metasyn-
thesis. In view of that, the chapters in Part II of this book demonstrate clearly, how the
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combination of more than one methodological perspective can enrich data collection
and analysis.

Hence, the uniqueness of this book is that it explicates innovative qualitative
research methods, i.e., in terms of both data collection and analysis, and at the
same time increases our insight into the mental health field by presenting the results
of respective studies from different countries. Overall, the studies originate from
Belgium, Finland, Germany, Italy, Malta, New Zealand, Poland, and the United
Kingdom, raising our awareness of the mental health field within diverse cultural
and discursive, organizational and institutional as well as legislative contexts. Each
study is grounded in a defined epistemology; the area of interest informs the chosen
methodological approach. Following the tradition of qualitative research as an inter-
vention in science and society by giving voice to minorities like vulnerable popula-
tions,most chapters seek to promote social justice and empowerment. The position of
the researcher in the research is reflected on and is mirrored also in the style in which
the chapter is written (e.g., from an I-perspective); we as editors have promoted this
diversity and refrained from requesting standardization.
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Chapter 2
Psychiatrists’ Perceptions
of Schizophrenia and Its Recovery:
A Thematic Analysis

Janice Sargent and Angela Abela

Abstract Through the lenses of critical realism and contextualism, this study is
about how psychiatrists perceive schizophrenia and its recovery. Semi-structured
interviewswith six participantswere conducted and analysed using thematic analysis.
The findings were organized into four overarching themes: the psychiatrists’ percep-
tions of schizophrenia; ways of working with individuals with schizophrenia; the
relational aspect of working with individuals with schizophrenia; and psychiatrists’
perceptions of recovery. All participants viewed schizophrenia as an illness with
biological basis and based their diagnosis largely on clinical experience. Medication
was seen as occupying a central role in treatment. Complete recovery was defined
as being asymptomatic and being able to function without the use of medication;
however, living in the community on medication was also seen as a form of recovery.
Only one psychiatrist defined recovery according to the recovery model, viewing
individuals as a whole with the potential of living a meaningful life despite having
schizophrenia. The study concludes that psychiatrists’ perceptions of schizophrenia
and its recovery are influenced by a mental health system which is largely hospital-
based and lacks adequate community support and are reflected in the way psychia-
trists interact with the patient and the treatment decisions they take on the journey
of recovery.
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Introduction

Schizophrenia is and is not a thing in the world. (Luhrmann, 2016, p. 1)

In a sentence, the above quote captures the complexity involved in defining
schizophrenia which in a way has guided the conceptual framework of this study.
Schizophrenia is a thing in the world in that “there certainly is a real and terrible
disorder, the most devastating of all the psychiatric illnesses, that at its most severe
has clearly recognizable features and is found in nearly every corner of the world”
(Luhrmann, 2016, p. 1).However, at the same time, the truemeaning of schizophrenia
as a diagnosis and a disease seems to be quite difficult to capture. Given that the
sense we make as professionals can have “major consequences in people’s lives”
(Geekie, Randal, Lampshire, & Read, 2012, p. 2), this situation calls for further
research into the area, especially with regard to the diagnosis and the view of
recovery by psychiatrists who are primarily involved in the diagnosis and treat-
ment of schizophrenia.Qualitative research that looks into these perceptions would
be best suited to capture their viewpoints. Such research is even more pertinent in the
context of the current gap in the literature. To our knowledge, no recent qualitative
research has been carried out on both psychiatrists’ perceptions of schizophrenia
and its recovery while keeping in mind the professional’s medical training and work
experience, as well as, the current mental health system in which they operate. This
chapter will attempt to demonstrate what contextualist thematic analysis guided by
contextualism and critical realism can achieve by using the topic of this study as an
example.

The topic of schizophrenia has captured the interest of the first author ever since,
as an adolescent, she was told that her grandmother, whom she had never met, had
this diagnosis. Stories of men in white coming for her grandmother and taking her
to the asylum in a white van in spite of her resistance instilled in the author a sense
of curiosity and unease. Later on as a mental health recovery officer working for a
local mental health NGO, the first author met Sebastian, the first client who carried
the same diagnosis as her grandmother. Sebastian challenged her perceptions and
made her question the nature of schizophrenia in the light of the treatment available
and the local mental health system. In her work as a clinical psychologist, the second
author also struggled at times with the diagnoses and the treatment on offer.

The Complexity Involved in Capturing Schizophrenia

The latest version of the ICD-11 Classification of Mental and Behavioural Disor-
ders (ICD-11; WHO, 2018) marked a number of changes in the diagnosis of
schizophrenia from the ICD-10 (WHO, 1992). Through these changes, the diagnosis
of schizophrenia in the latest version of the ICD-11 became more similar to the diag-
nosis of schizophrenia in the fifth edition of theDiagnostic and Statistical Manual of
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Mental Disorders (DSM-5, APA, 2013) which requires the presence of two or more
of delusions, hallucinations, disorganized speech, grossly disorganized behaviour
and negative symptoms, one of which must be any one of the first three symptoms.
While both classification systems view particular symptoms as being more clini-
cally significant and that cognitive impairment might also be present, they also note
that this disorder has no pathognomonic symptoms and is highly heterogeneous, not
only in symptom presentation, but also in duration and course of illness (Jablensky,
2013). However, the ICD and the DSM disagree in terms of duration of illness and
functional disability. Highlighting the changes between revisions and drawing out
the differences between the two major classification systems draws one’s attention
to the continuously changing nature of the meaning we attribute to schizophrenia.

Moreover, one cannot help but further question the validity of the diagnosis of
schizophrenia when one considers that there seem to be phenomenological, biolog-
ical and genetic overlaps between schizophrenia and autism spectrum disorder
(e.g., Kincaid, Doris, Shannon, & Mulholland, 2017; McCarthy et al., 2009; Toal
et al., 2009), and schizophrenia, bipolar disorder and schizoaffective disorder (e.g.,
Cosgrove & Suppes, 2013; Hamm et al., 2014; Keshavan, Nasrallah, & Tandon,
2011).

The perception of schizophrenia as a “progressive brain disease” (van Haren,
Cahn, Pol,&Kahn, 2008), which appears to be gainingmomentumwithin the psychi-
atric community (e.g., Lieberman & First, 2007; Miller, 2015; Naidoo, 2015), seeks
to root the disorder in biology. Firstly, brain imaging studies have found clear differ-
ences in brain abnormalities between those who experienced their first episode of
psychosis and those diagnosed with chronic schizophrenia (Ellison-Wright, Glahn,
Laird, Thelen, & Bullmore, 2008; Meyer-Lindenberg, 2010; Shepherd, Laurens,
Matheson, Carr, & Green, 2012). However, while abnormalities in certain brain
regions at the early stages of psychosis are thought to have a genetic component,
abnormalities found in other regions as the illness progresses are argued to be a
result of medication (Ellison-Wright et al., 2008). Moreover, it must be said that
these differences are only moderate and to a certain extent, are also found in controls
(Meyer-Lindenberg, 2010). Secondly, functional studies have found that information
is processed differently in persons with first-episode psychosis and schizophrenia,
particularly in the domains of attention, memory, executive functioning, and emotion
regulation (Aleman & Kahn, 2005; Callicott et al., 2000); however, these can in part
be attributed to ongoing psychotic symptoms, early-onset and long-term institution-
alization (Tamminga & Medoff, 2000). Lastly, genetic factors are said to contribute
greatly to the aetiology of schizophrenia (e.g., APA, 2013). Recently, a genome-
wide association study (GWAS; Schizophrenia Working Group of the Psychiatric
Genomics Consortium, 2014) found 108 distinct loci involving around 350 genes
which are thought to be implicated in the risk of developing schizophrenia, yet the
specific variants of these loci which carry inherited risk are still to be identified (Need
& Goldstein, 2014).

Although schizophrenia nowadays seems to belong to the realm of medicine,
not all psychiatrists construct its meaning in the same way. The way psychiatrists
perceive schizophrenia appears to be dependent on personal prejudices and clinical
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experiences, as well as, the culture in which the psychiatrist lives and its prevalent
classification system (Cape, Antebi, Standen, & Glazebrook, 1994; van Os, Galdos,
Lewis, Bourgeois, & Mann, 1993). There appears to be some disagreement when it
comes to the usefulness of diagnosis, the classification of schizophrenia as a unitary
disorder and the aetiologyof schizophrenia.Althoughmost psychiatrists tend to agree
with the use of medication in treatment (Cape et al., 1994; Jorm, Korten, Jacomb,
Christensen, & Henderson, 1999), the psychiatrist’s belief about the aetiology of
schizophrenia seems to impact the degree to which psychosocial interventions are
used and the duration of medical treatment prescribed (Cape et al., 1994). This shows
how psychiatrists’ perceptions of schizophrenia impact treatment, and therefore,
recovery.

Competing Viewpoints on the Recovery of Schizophrenia

A scientific, objective definition of recovery in schizophrenia generally relies on the
subsidence of symptoms and return to psychosocial functioning (Bellack, 2006).
That is, full recovery in schizophrenia is said to require the absence or reduction of
symptoms to a pointwhere they no longermeet the criteria for diagnosis alongside the
return to functioning in terms of social activity and part or full-time employment or
education (e.g., Harrow, Grossman, Jobe, &Herbener, 2005; Liberman, Kopelowicz,
Ventura,&Gutkind, 2002; Torgalsbøen&Rund, 2002). By such definitions, recovery
from schizophrenia was found to be rare (Torgalsbøen & Rund, 2002), with as few
as one in seven experiencing full recovery in terms of symptom reduction and social
functioning (Jääskeläinen et al., 2012).

First-hand accounts by service user-activists paint a more optimistic picture of
recovery claiming that recovery in schizophrenia is quite a common occurrence
(Bellack, 2006). Although such accounts have been criticized for lacking represen-
tation and on the basis that the majority of those making up the movement consist
of service users who have had negative experiences of the mental health system and
tend to be motivated by anger (Wallcraft, Read, & Sweeney, 2003), they do high-
light that objective definitions based on the disease model of schizophrenia largely
ignore the subjective experience of the individual (Davidson, Schmutte, Dinzeo, &
Andres-Hyman, 2007).

What seems to be of consensus now is that the definition of recovery in the
context of schizophrenia needs to incorporate both objective and subjective terms
(Lysaker, Ringer, Maxwell, McGuire, & Lecomte, 2010). A systematic review of the
literature on service users’ perspective on recovery in schizophrenia shows that for
them recovery is viewed as an outcome achieved only when medication is stopped;
however, while being symptom-free is considered significant, understanding the
illness and learning how to live with its aftermath is also seen to be a central part of
recovery (Jose, Lalitha, Gandhi, &Desai, 2015). In addition, recovery is also seen by
service users as a continuous battle and a gradual, nonlinear process towards building
a meaningful life despite having schizophrenia. This is reflected in the position
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adopted by the American Psychiatric Association (2005) which encourages mental
health professionals to build collaborative therapeutic relationships, restore hope and
quality of life, as well as managing symptoms and supporting the reintegration of
the service user within society.

Psychiatrists are more likely to adhere to the medical model of recovery in
schizophrenia while service users tend to embrace the recovery-oriented approach
(Zipursky & Agid, 2015) more willingly. However, some studies show that although
psychiatrists tend to believe that recovery is only achievedwhenmedication no longer
needs to be prescribed, they also consider the patient’s ability to live independently,
engage in self-care and return to normal psychosocial functioning as being part of
recovery. In saying this, only around 20% factor in subjective experiences such as
regaining self-esteem as part of service users’ process of recovery (Färdig, Lewander,
Fredriksson,&Melin, 2011; Ng, Pearson, Chen,&Law, 2010; Tsang&Chen, 2007).

Mental health professionals including medical students, trainee psychiatrists and
clinicianswere found to hold amore pessimistic outlook on the possibility of recovery
than patients (Gorwood et al., 2013; Ng et al., 2010; Noiseux & Ricard, 2008;
Tsang & Chen, 2007), especially when positive symptoms were present (Klapheck,
Lincoln, & Bock, 2014). Low expectations serve as a barrier to recovery (Liberman
& Kopelowicz, 2002), and in itself, this viewpoint increases the stigma (Schlosberg,
1993), another barrier to recovery (British Psychological Society [BPS], 2013; Ng
et al., 2010). This disagreement between patient and professional can cause diffi-
culties within the therapeutic relationship because clients do not act on treatment
goals which they do not perceive as important (Zipursky & Agid, 2015), which can
in turn re-affirm the psychiatrist’s belief that the possibility of recovery is minimal.
This is problematic because psychiatrists give less importance to “patients who have
a bad prognosis, who are chronic with relapses and where treatment is ineffective”
(Schlosberg, 1993, p. 413).

In Understanding Psychosis and Schizophrenia (British Psychological Society
[BPS], 2014), it is argued that, unlike medical diagnoses, psychiatric diagnoses do
not explain aetiology, prognosis and treatment but merely classify them. Moreover,
viewing psychosis as a symptom of schizophrenia stops the attempt to try and under-
stand it further (Bracken & Thomas, 2005) and the use of medical language to refer
to individuals’ reactive experiences to overwhelming events gives the message that
“people can do little to overcome their problems except to ‘keep taking the tablets’”
(BPS, 2014, p. 26). In discouraging the individual from taking an active role in the
recovery process, the psychiatrist becomes the holder of expert knowledge, shifting
the power within the therapeutic alliance away from the patient (Foucault & Gordon,
1980) and giving the message that “it is good to defer to medical authorities who
know best” (Breeding, 2008, p. 490). This report has been criticized for downplaying
the seriousness of schizophrenia and the suffering it causes patients and their relatives
and for implying that the use of medication in the treatment of schizophrenia is not
necessary (Carroll, 2015; Pierre, 2015; Pies, 2016). From this perspective, this notion
can be dangerous especially when one considers that anti-psychotic medication was
found to bemore effective than placebo in preventing relapse and hospitalization, and
improving quality of life (Leucht et al., 2012) and is considered to be the single-most



20 J. Sargent and A. Abela

consistent protective factor against the increased risk of suicide in those diagnosed
with the disorder (Hor & Taylor, 2010).

The Research Questions

This study aims to address the research gap mentioned further above by asking a
two-sided research question. First, in a context where the shift towards a recovery-
oriented approach is being emphasized, where do psychiatrists locate themselves on
the continuumbetween the biology-only perception of schizophrenia and its recovery
and the biopsychosocial perspective of the disorder and its recovery? Second, how
are such perceptions in turn manifested in their clinical practice?

Methodology

Epistemological Orientation

Before going further into the methodology for exploring the research questions, it
is a must that the epistemological orientation of this study is made explicit as it is
through the epistemological underpinnings that the questions “how, and what, can
we know?” (Willig, 2013, p. 39) can be answered.

As shown in the introductory section, while a real and impactful disorder which
seems to be found all over the world (Luhrmann, 2016, p. 1), an element of subjec-
tivity seems to exist when attempting to capture the meaning of schizophrenia.
Simultaneously, this study has also been influenced by Foucault’s contention that
the perception of madness as mental illness was born as a product of its time and
culture (Foucault, 1972/2006). Taken together, this conceptual framework mirrors
the epistemological underpinnings of this study; that is, on a continuum between
naive realism and radical relativism, the orientation adopted in this research lies
somewhere in between critical realism and contextualism.

Critical realism posits that although an ultimate reality exists, it can only be
captured through the researcher’s interpretation of the participants’ explanation of
their reality (Willig, 2013). That this study attempts to capture as truthfully as possible
themeaning psychiatrists ascribe to schizophrenia and its recovery suggests that such
perceptions do exist in reality. In this way, a realist position is adopted whereby “the
role of the researcher in this situation is akin to that of a detective who uses his or her
skills, knowledge and experience in order to uncover what is really going on” (p. 69).
However, as opposed to the naive (direct) realist approach, which supposes that there
is a direct relationship between what is said by participants and reality, a critical
realist stance presumes that for the researcher to truly uncover reality, the underlying
structures which support the participants’ words must be uncovered (Willig, 2013).



2 Psychiatrists’ Perceptions of Schizophrenia … 21

As such, critical realism “combines the realist ambition to gain a better understanding
of what is ‘really’ going on in the world with the acknowledgement that the data the
researcher gathers may not provide direct access to this reality” (p. 60).

However, the interpretation of the meaning psychiatrists give to schizophrenia
and its recovery does not sufficiently meet the conceptual framework of this study.
Adopting only a critical realist stance on its own does not consider that the concept of
mental illness is a constantly changing phenomenon dependent on time and culture.
Therefore, to truly account for the underlying structures that lie beneath the meaning
psychiatrists give to schizophrenia and its recovery, one must also consider that the
meanings given themselves are dynamic and contextual. In essence therefore, the
data gathered in this study must also be interpreted through a contextualist lens.

Contextualism is based on the idea that reality is constantly changing and that
the meaning participants make must be considered in the light of the socio-historical
and cultural context they find themselves in (Jaeger&Rosnow, 1988). Contextualism
emphasizes that knowledge is relative because it only exists in relation to the context
in which it is created and incomplete because the context itself is constantly trans-
forming (Jaeger & Rosnow, 1988). The researcher, from a contextualist perspective,
is viewed as a co-creator of the social context of human events within the wider
system of time and culture (Jaeger & Rosnow, 1988). Contextualism, therefore, is
“particularly concerned with the relationship between accounts and the situations in
which they were produced” making it essential for the researcher to be mindful of
his or her part in co-creating the context in which the knowledge is generated and
cultural assumptions that are shared (Madill, Jordan, & Shirley, 2000, p. 10).

With regard to this study, this involves the awareness that both researchers and
participants have experience of working with individuals with schizophrenia and are
located within a hierarchical mental system which is currently in its initial phases
of shifting towards a more recovery-oriented approach. Psychiatrists, who locally
find themselves at the top of the hierarchical system, are asked, in an interview
setting with a student of psychology and past mental health recovery officer, to relay
information about the meaning they give to schizophrenia and its recovery. This
could influence the way knowledge and assumptions are shared with the interviewer.
However, although initially a sense of intimidation was created in the interviewer
prior to the interviews, the power imbalance was not particularly experienced during
the interviews.

The Research Design

The interview. Given that the aim of this study is to carry out an in-depth exploration
of psychiatrists’ perceptions of schizophrenia and its recovery, a semi-structured
interview was chosen as the most suitable tool of data collection. This method of
data collection is flexible, accessible, and allows for the collection of rich and detailed
data (Braun&Clarke, 2013).Although an interviewguidewas created for the purpose
of this study, its questions were not strictly adhered to during the interviews (refer
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to Appendix A). The place of the interview varied in accordance with the partici-
pants’ availabilities and preference and was conducted over four weeks in May 2017
whereby each interview lasted approximately 40–50 min. Before each interview, the
participants were asked to read the participant information sheet and to sign a consent
form.

Participant recruitment and ethical considerations. Given the small size of
the project and the small number of psychiatrists in Malta, only six participants
were recruited for the purpose of this study. According to Braun and Clarke
(2013), this number is sufficient to create a rich and detailed account of the social
phenomenon under investigation. Following approval by the University Research
Ethics Committee, permission was granted by the health department’s clinical
chairman of psychiatry to conduct the interviews. Twenty potential participants who
showed initial interest in taking part in the study were contacted via e-mail. Ten
potential participants responded with seven agreeing to take part. Interviews with six
of these psychiatrists were eventually carried out.

Participant characteristics. Given the small number of psychiatrists on the
island, preserving participant anonymity was given high priority in this study. Firstly,
because female psychiatrists are largely underrepresented in the local mental health
field, the gender of the participants remained hidden. Secondly, although the amount
of experience working in psychiatry could potentially influence the psychiatrists’
perceptions, stating the specific number of years can render the participant identi-
fiable. Therefore, a range of years of experience was introduced with two psychia-
trists having less than five years’ experience following postgraduate specialization
in psychiatry, two having between five and ten years of experience, and two having
over ten years of experience. Finally, the protection of anonymity was also extended
to the country of training, area of expertise, and place of employment.

Credibility checks. A contextualist framework assumes that reality is change-
able and dependent on context, and “by implication, all accounts, whether those of
participants or of researchers, are understood to be imbued with subjectivity and
therefore not prima facie, invalidated by conflicting with alternative perspectives”
(Madill et al., 2000, p. 9). Nonetheless, to ensure validity and reliability, a minimum
of two validation strategies must be applied (Creswell, 2007). Firstly, rich descrip-
tions of the results were provided in the write-up to enable readers to draw their
own conclusions on transferability (Creswell, 2007); and the results were presented
in the psychiatrists’ own words to further help ground the findings (Tindall, 1994).
Secondly, interpretations of the data were reviewed by peers and the second author
to ensure the reliability of the study (Creswell, 2007). Finally, in stating our position
on the view of schizophrenia and disclosing our personal and professional experi-
ences at the outset together with the use of reflexivity in discussing the findings, the
reader is allowed to reach his or her own conclusions about how the authors may
have contributed in the co-creation of the context in which knowledge was generated
(Creswell, 2007).
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Thematic Analysis

The method of data collection chosen to reach the aims of this study is thematic
analysis. In spite of its regular use in research, prior to its naming and claiming
by Braun and Clarke (2006, 2013), thematic analysis was neither named as a type
of analysis nor claimed as a method in its own right in the same way as other
established methods such as grounded theory or Interpretative Phenomenological
Analysis (IPA). Both grounded theory and IPA are examples of methodologies and
are therefore governed by a “theory of how research needs to proceed, to produce
valid knowledge about the psychological and social world” (Braun & Clarke, 2013,
p. 31). Conversely, thematic analysis is “a method for identifying, analysing, and
reporting patterns (themes) within data” (Braun & Clarke, 2006, p. 82) with no
specific guiding theory towards knowledge and its attainment.

In spite of its flexibility however, thematic analysis still makes it possible for the
researcher to attain rich and complex data and to gain analytic insight into the ways
participants make meaning of a particular phenomenon. For this to work however,
it is a must for the researcher to take a theoretical position with regard to the view
of reality, knowledge and so on. This will make it possible for the researcher to be
guided and directed as to what can be said about the knowledge gathered from data
analysis. Specifically, the researcher must make active choices with respect to the
type of analysis required to answer the research question “in away that is theoretically
and methodologically sound” (Braun & Clarke, 2006, p. 81).

First, a contextualist method of thematic analysis is chosen over an essen-
tialist/realist or constructionist method to parallel the epistemological underpinnings
of this study. Second, it was decided that through the analysis, themes will be iden-
tified in a deductive, top down manner rather than in an inductive, bottom up way
as this would best answer the research question based on the literature reviewed.
Lastly, the third decision revolves aroundwhether themes are identified at a semantic,
explicit level or a latent, interpretative level. Since themes at a latent level are usually
associated with constructionist epistemologies, to match the contextualist method of
thematic analysis, themes will be identified at a semantic level. In practice however,
themes tend to have both explicit and interpretative elements within them (Braun &
Clarke, 2013).

Transcription and data analysis. Following data collection, the interviews were
transcribed and analysed. Because thematic analysis does not have the power to allow
the researcher to make claims about the effects of language (Braun & Clarke, 2013),
when transcribing the interviews, focus was placed on what was said rather than how
it was said.

The six stages of analysis as described by Braun and Clarke (2006, 2013) were
applied. Firstly, to familiarize ourselves with the data and to find patterns related
to the subject of the study, the transcripts were read in an active manner. This was
guided by the primary decision to identify themes on a semantic level and in a
deductive manner based on the literature review. Therefore, rather than providing a
rich description of the whole data set, a more detailed analysis of aspects of the data
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set, such as the meaning ascribed to schizophrenia and recovery, was actively looked
for.

Secondly, initial codes, consisting of “a word or brief phrase that captures the
essence of why you think a particular bit of data may be useful” (Braun & Clarke,
2013, p. 207), were generated. This was done in a complete as opposed to a selec-
tive way whereby “anything and everything of interest or relevance” to answer the
research question across the entire data set was identified (Braun & Clarke, 2013,
p. 206). While some data were coded using a number of initial codes, others were
coded using a single code. Codes which were similar were then grouped together
with their corresponding data.

Thirdly, the clusters of similar codes were further grouped into potential themes
and sub-themes or “patterns across an (entire) data set” (Braun & Clarke, 2006,
p. 84). At this point, it is important to draw one’s attention to how themes did
not simply emerge from the data set but rather, the researchers played an active
part in identifying them (Braun & Clarke, 2006). This highlights the researchers’
contribution to findings of the study, which fit with both the critical realist and the
contextualist positions.

In the fourth phase, themes were reviewed and refined. This involved the merging
of some themes into overarching themes, the taking apart and the discarding of others.
In doing so, sub-themes making up the overarching themes became more coherent
and meaningful, and more clearly distinguished from each other (Braun & Clarke,
2006, p. 96). Finally, while the fifth stage involved the defining and naming of the
final themes (see Table 2.1), the sixth entailed the writing up of the results.

Findings and Discussion

Following the data analysis stage, the findings are presented and discussed in this
section. Overarching themes and sub-themes were primarily identified at a semantic
level using a deductivemethodbased on the literature review (refer toTable 2.1). They
are taken to a new level of meaning in the discussion in the light of the literature and
the conceptual and epistemological framework of this study. The findings selected
for discussion in this section best demonstrate what thematic analysis can achieve
by stating its strengths and limitations in comparison to other methodologies.

Perceptions of Schizophrenia

The strength of thematic analysis lies in its capacity to identify patterns across the
whole data set. At the same time, it gives the possibility to account for differences
in what participants say. These differences were also taken into account by eliciting
all points of view even if contrasting ones as is evident hereunder.
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Table 2.1 Overarching themes and sub-themes

Overarching theme Sub-themes

The Psychiatrists’ Perceptions of
Schizophrenia

Schizophrenia as a set of symptoms leading to a
diagnosis
Schizophrenia as a syndrome not a condition
Schizophrenia as heterogeneous and something that
can develop into other disorders
Psychosis as an extension of normality
A biological view of schizophrenia
The seriousness of schizophrenia
The prognosis of schizophrenia
Changes in perceptions through experience
Schizophrenia as a stigmatising illness
Psychiatrists as stigmatizers and as professionals
who are stigmatized

Ways of working with individuals
with schizophrenia limited by available
local structures

Making a diagnosis of schizophrenia
Medication as a form of treatment
The possibility of involuntary hospitalization in the
treatment of schizophrenia Community support is
close to zero in Malta and everything is still
hospital-based
Addressing all aspects of the patient’s life and
working as part of a team
Involving the family in treatment

The relational aspect of working with
individuals with schizophrenia

Addressing psychotic symptoms
Techniques used by psychiatrists to engage the
patient in treatment
Finding the right timing for sharing the diagnosis
Educating and encouraging the patient
Coping with the suffering

Psychiatrists’ Perceptions of Recovery in
Schizophrenia

Defining recovery in schizophrenia
The possibility of recovery
Factors influencing recovery
The illness itself and/or response to treatment
The impact of substance misuse on recovery
The individual’s background and social support and
its impact on recovery
The doctor-patient relationship

The participants in this study were found to view schizophrenia as a biological
disease described as a set of symptoms, an illness and a “chronic brain disorder”
(psychiatrist 1). It was frequently discussed through its comparison with physical
illnesses ranging from the commoncold and diabetes toHuntington’s andParkinson’s
disease. A number of psychiatrists said they believe that individuals diagnosed with
schizophrenia are likely to have a genetic predisposition for the disorder which then
manifests itself gradually or suddenly following triggers such as stress, substance
misuse, trauma and upbringing.
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Although the participants noted that factors other than genetics do play a role
in the development of schizophrenia, the general sense was that the main culprit
remains biological in nature (Boyle, 2013). In keeping with a contextualist position,
this pattern immediately highlights the participants’ background in medicine which
seems to be the primary position through which the perspective of schizophrenia is
developed. This came out most clearly in psychiatrist 5’s argument on the difference
between disease and being diseased.

There’s a difference between saying somebody is unwell and diseased andwhat is the disease.
The disease is eh the biological cause. We don’t know it… When you see somebody who’s
diseased, you can say, tell it from a hundred miles. You know people with schizophrenia, you
can tell something is wrong… I think in medicine we’re used to this idea.

As we shall discuss in the Implications for Clinical Practice, it might also be due
to their medical background that the psychiatrists in this study were found to view
medication as a primary and essential part of treatment, a perception that influences
the techniques they use to engage their patients in treatment. At the same time, the
participants also highlighted the impact the limitations of the mental health system
have on the choices they make with respect to treatment.

Although the frequency of similar answers given by participants is telling,
thematic analysis is about “meanings, rather than numbers” (Braun & Clarke, 2013,
p. 223). That is, while it is important to note the general meaning given by the partic-
ipants, it is also important to report nuances which might further help to answer the
research question. For example, it was interesting to find that psychiatrist 5 held two
apparently contradictory views when it came to ascribing meaning to schizophrenia.
Apart from the perception of schizophrenia as a diagnosable illness with a genetic
component, this psychiatrist simultaneously viewed psychosis as an extension of
normality. This is in line with the continuum model of abnormality which rejects
the idea of classification systems altogether based on the assumption that there is no
definitive line between sanity and madness and that psychosis is “just part and parcel
of human variation, rather than as an illness” (Bentall, 2003, p. 96).

We noted that this psychiatrist was quite careful not to minimize the pathology
as though doing so would minimize the functional disability and distress that often
accompany schizophrenia. Indeed, as was found in the literature, all participants
in this study stressed the seriousness of the disorder, with some mentioning the
elevated risk of suicide either as a result of the disorder or upon finding out about the
disorder (Carroll, 2015; Pierre, 2015; Ucok, Polat, Sartorius, Erkoc, &Atakli, 2004).
While some participants took into account that schizophrenia varies within itself and
between individuals and that other mental illnesses can be equally disabling, it is
schizophrenia that was perceived as “one of those which most devastatingly takes a
downward spiral” (psychiatrist 1).

The heterogeneity of schizophrenia was brought up by a number of participants.
Psychiatrist 1 in particular spoke about the implications of this in his practice. He crit-
icized classification systems for not being inclusive of the diverse patient populations
diagnosed with schizophrenia. He argued that if the classification of schizophrenia
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was better streamlined, the psychiatristwould be better able to prescribemore specific
treatment for patients with different sub-disorders. Instead,

all of them [patients] will get what happens to be my favourite anti-psychotic and then [if]
that fails, go for the second one and then da da da da go for clozapine.

The view of schizophrenia as a heterogenous disorder was also found in the liter-
ature. In a quantitative study by Cape and colleagues (1994), which looked at experi-
enced psychiatrists’ perceptions of the aetiology and prognosis of schizophrenia and
how these in turn influence clinical practice, 85% of the sample believed the nature
of schizophrenia to be heterogeneous. Yet, on its own, this quantitative study was
unable to capture the frustration psychiatrists may experience when it comes to the
apparent heterogeneity of schizophrenia. Therefore, findings such as this demonstrate
how qualitative research can supplement quantitative research by adding texture to
numbers.

Perceptions of Recovery

All participants in this study believed that schizophrenia can be a long-term illness
which is likely to be chronic with recurring relapses. In saying this, only two partic-
ipants claimed that recovery in schizophrenia is rare or unlikely (psychiatrists 1 &
3), going against findings in the literature which claim that most psychiatrists hold a
negative outlook on the prospect of recovery (Gorwood et al., 2013; Klapheck et al.,
2014; Ng et al., 2010; Ucok et al., 2004). Moreover, although studies using the objec-
tive definition suggest that the prospect of recovery is bleak (e.g., Harrow et al., 2005;
Jääskeläinen et al., 2012; Torgalsbøen & Rund, 2002), adopting this perspective did
not necessarily translate into having a negative outlook of recovery for the partic-
ipants in this study. However, it was those who fully or partially adopted concepts
from the recovery model that had the most positive outlook on the possibility of
recovery.

The psychiatrists’ perceptions of recovery in schizophrenia appeared to be influ-
enced by the context in which they worked and their experiences. In terms of the
nature of their work, some psychiatrists noted their increased exposure to individuals
who do not recover rather than to those who do. In this regard, psychiatrist 4 claimed
that it is this which could have led to his skewed perception of the prognosis of
schizophrenia. As it were, Cohen and Cohen (1984) argue that as a result of being
exposed to that segment of the population who remain ill, professionals develop what
is known as the “clinician’s illusion”, or “the attribution of the characteristics and
course of those patients who are currently ill to the entire population contracting the
illness” (p. 1180).

Because the qualitative study by Ng and colleagues (2010) looked into medical
students’ and trainee psychiatrists’ perceptions of recovery, it could not bring out
the impact of work experience on changing perceptions. In this study, psychiatrists
2 and 3 spoke about how starting their training in psychiatry in a rehabilitation ward
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at the local mental health hospital shaped their initial perception of schizophrenia as
a chronic illness with little possibility of recovery, as was the case for the trainees in
the study byNg and colleagues. However, although the two psychiatrists in this study
shared similar experiences, the way their perceptions changed over time is somewhat
different. While psychiatrist 3 chose not to work with individuals with schizophrenia
following his experience, psychiatrist 2 claimed that the more experience he gained,
the more he started “seeing people at different stages of the disease” and concluded
that, particularly during the early stages, there were many psychosocial interventions
that could be used to mitigate the impact and severity of schizophrenia. It must be
said however, that although experience has the potential of shaping one’s perceptions,
this change also seems to be influenced by the professional’s personal disposition.
At this point, it is important to note however that this conclusion is only tentative and
could have been better reached using other methodologies such as narrative analysis
which would have allowed for the participants’ narratives to remain intact rather than
split into themes.

Lastly, the psychiatrists’ perception of recovery also seems to be affected by their
view of the individual carrying the label and the effectiveness of medication. An
interesting finding in this study is that those participants who defined recovery in
strictly scientific terms and held the belief that recovery in schizophrenia is unlikely
(psychiatrists 1 & 3), it was the negative symptoms’ resistance to medication that
elicited in them the greatest sense of hopelessness. As claimed by psychiatrist 1, “in
a condition like schizophrenia, chances are nothing’s going to work 100%”. In a way,
this shows that these participants’ focal point was the illness itself rather the person
behind the disorder. This point can be substantiated by the fact that psychiatrist 3 often
referred to individuals diagnosed with schizophrenia as “schizophrenics” during the
interview. Such claimsmay have been better substantiated through discourse analysis
given that it would have allowed further insight into the therapeutic relationship and
psychiatrist-patient interactions.

Conversely, those participants who felt most optimistic about the prospect of
recovery (psychiatrists 2 and 6) did not seem to focus on the condition and on
the response to medication as much as they gave consideration to the importance
of working on all aspects of the individual’s life. As psychiatrist 2 argued, “ulti-
mately because you have schizophrenia, you’re not schizophrenic. But there’s more
to you than that”. Therefore, despite all participants holding a medical view of
schizophrenia, those who focused more on the disease and its medical treatment
as opposed to viewing the person as a whole and incorporate diverse interventions,
appeared to develop a more pessimistic view of recovery in schizophrenia.

Implications for Clinical Practice

In keeping to a contextualist framework, when it comes to the manifestations of the
participants’ perceptions in their clinical practice, one must consider the context in
which they operate. First, perhaps due to theirmedical training and their perception of
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schizophrenia as a disease, the psychiatrists in this study seemed to perceive medica-
tion as the primary and necessary form of treatment. When working with individuals
with schizophrenia, refusing medication was seen as a “big issue” (psychiatrist 4), to
the extent that two psychiatrists noted that they at times feel the need to resort towhite
lies and manipulation in order to encourage compliance. Similarly, the importance
of having the family on board to help the psychiatrist convince the patient to take
the medication was noted by a number of participants. This shows how the patient’s
voice is sometimes somewhat lost in the planning of his or her treatment, thereby
discouraging the individual from taking an active role in the recovery process and
shifting the power within the therapeutic alliance away from the patient (Foucault &
Gordon, 1980).

It is not only the psychiatrists’ perceptions of the use of medication that carries
implications for treatment options however. The mental health system in which
psychiatrists operate seems to greatly influence their decisions when it comes to
treating individuals diagnosed with schizophrenia. Although the mental health act
(2012) states that treatment should primarily take place in the community, the partic-
ipants claimed that community support is lacking, with psychiatrist 3 again noting
that “our community support is close to zero” and that the mental health system in
Malta is still hospital-based. This psychiatrist further claimed that moving towards a
more community-based system is dependent on the pressure placed on psychiatrists
to prevent hospitalizations as much as possible, in part by reducing the number of
beds in mental health hospitals. However, according to psychiatrist 3, in Malta, “bed
availability just happens” which is in agreement with research which shows that
Malta has 185 beds per 100,000, a figure which is quite high when compared to the
average of 72 beds per 100,000 across the European Union (World Health Organi-
zation, 2017). These factors, together with the high caseload, lack of resources such
as professionals and multidisciplinary teams (psychiatrists 1, 2, 3, 4 and 5), appear
to make it more likely for individuals diagnosed with schizophrenia to receive treat-
ment in hospital rather than in the community which can be traumatic for the patient
(Galea, 2009) and ultimately acts as a barrier to recovery (Jacobson & Greenley,
2001).

Limitations of the Study and Recommendations for Future
Research

Firstly, using a semi-structured interview to gather the data meant that the partic-
ipants were free to discuss what they felt was relevant for them. Because of this,
not all participants were given the opportunity to discuss all issues brought up in
this study. Also, the presence of the interviewer in face-to-face interviews may have
influenced the way participants responded to certain questions. Secondly, this study
could not draw conclusions on gender differences when it comes to perceptions
of schizophrenia and its recovery, which could be an interesting topic for future
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research. Thirdly, although in this study it seems that psychiatrists’ past experiences
may shape current perceptions, this could not be confirmedby using thematic analysis
as this method does not allow one to “retain a sense of continuity and contradiction
through any one individual account” (Braun & Clarke, 2006, p. 27). Lastly, the use
of thematic analysis could not make it possible to make claims about the use of
language to substantiate findings on the power imbalance between the psychiatrist
and the patient as would have other qualitative methodologies such as discourse
analysis.

This study has looked into psychiatrists’ perceptions of schizophrenia and its
recovery and the implications these have on their clinical practice. It would be inter-
esting if future research focused specifically on the idiosyncratic narratives of psychi-
atrists to gain insight into how their perceptions are shaped by experiences over time.
Conversely, perhaps a large-scale quantitative study on psychiatrists’ perceptions of
schizophrenia and its recovery across Europe can serve as a starting point to under-
standing how these have changed over time since the study conducted by Cape and
colleagues in 1994.1

Conclusion

The qualitative study presented in this chapter highlights the need for policy makers
to become sensitive to the influences of the mental health system on the psychia-
trists’ choices with regard to treating the individual diagnosed with schizophrenia.
A number of psychiatrists mentioned that they had never had the opportunity to
reflect on what schizophrenia truly means to them and on how working with indi-
viduals with this diagnosis impacts their well-being. These statements, which are
typical following in-depth interviews, reflect the impact of qualitative research on
the participants (Sammut Scerri, Abela, & Vetere, 2012). They also suggest that
perhaps, providing a space where psychiatrists can discuss their experiences and
dilemmas through clinical or peer supervision might support them in their work with
service users.

1Through the use of a questionnaire, this quantitative study looked at experienced psychiatrists’ (n
= 119) views on aetiology, diagnosis and treatment of schizophrenia. The majority of psychiatrists
in this sample rated clinical impression as being more useful for diagnosis than Schneider’s first-
rank symptoms, the ICD 9 or the DSM III. With regard to aetiology, the psychiatrists in this study
gave the highest ratings to biological factors, followed by life events, which in turn was followed
by psychosocial factors. The prescription of medication was significantly higher when compared
to other interventions. Interestingly, while those who believed schizophrenia to be the result of
biological causes were more likely to choose medication over other forms of interventions, those
who believed schizophrenia to be a product of psychosocial factors were found to be more likely
to choose psychological treatments.
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Appendix

Appendix A: Revised Interview Guide

General Introduction

1. How many years of experience do you have working as a psychiatrist?
2. During this time, approximately howmany cases of schizophrenia have you come

across?

Perceptions of Schizophrenia as a Disease and as a Diagnosis, Possible
Stigmatising Attitudes, Therapeutic Relationship

3. What is schizophrenia?
4. If you had to come up with a metaphor to describe schizophrenia, what would it

be?

How would you compare schizophrenia to other mental illnesses?

5. What was your impression of schizophrenia when you first started working with
individuals with mental health problems? Has this changed over time?

6. Have you worked with a patient with schizophrenia in the past week? What was
this like for you? How do you relate to a patient with schizophrenia? How does
a patient who presents with symptoms of schizophrenia make you feel? What
would be going through your mind at that moment? What would your main
concerns be? How do you address hallucinations, delusions, and lack of insight?

7. Can you take me through your experience of working with a particular patient
with schizophrenia? What stuck with you the most with this client?

8. What informs you the most when you are making a diagnosis of schizophrenia?

Do you and if so, how, do you inform patients and their families about the
diagnosis? Why or why not? Does this differ from other diagnoses?
Would you like to share any thoughts on the DSM-5 or the ICD-10?

Recovery in Schizophrenia

8. In your line of work, have you ever observed recovery in schizophrenia?
9. Based on your experience, do you think full recovery in schizophrenia is

possible?

If so, how do you define recovery? If not, why not? What would be helpful?
What usually serves as a hindrance or a barrier?

10. Is there a particular patient that comes to mind when I ask this question? Can
you tell me a bit more about this patient? How did the patient recover? Were
there any other professionals involved?What treatment was the patient offered?
In your opinion, what was particularly helpful for this patient? Were there any
obstacles?
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Possible Hierarchy

11. May I ask what your initial reactions to being asked to take part in a study on
schizophrenia were?

12. Do you have any other thoughts youwould like to share?Whatwas the interview
like for you?
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Chapter 3
Approaching Psychotherapy Case
Studies in a Metasynthesis: Deficit vs.
Conflict in Treatment of Medically
Unexplained Symptoms
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Abstract Metasynthesis is currently considered one of the most promising direc-
tions for qualitative research, as it can contribute to the generalizability of qualita-
tive findings and increase their impact. At the same time, single case studies gain
attention in the field of psychotherapy research, as they offer unique insights into
psychotherapy process and promote theory building. In the following, we will elabo-
rate on aworked example of ametasynthesis of published psychotherapy case studies.
Thereby, we investigated the psychotherapeutic process in ten case studies of patients
with medically unexplained symptoms (MUS), while focusing on the theoretical
concepts of deficit and conflict. The reader will be guided through the dilemmas
and choices in research design and data analysis. First, the theory-building approach
towardmetasynthesis will be discussed. Then, a novel search engine, the Single Case
Archive, will be introduced as an easy way to access and systematically search for
psychotherapeutic case studies in a database with over 3000 cases. Furthermore, we
will share our experience of adapting data analysis procedures for the purpose of a
metasynthesis of case studies. As case studies describe the psychotherapy process in
its complexity unfolding over time, they cannot be approached in the samemanner as
interviewmaterial, thus asking for methodological innovations. Through the creation
of timelines of therapeutic events, process-oriented themes could be detected that
would not have been found when only using line-by-line coding. Finally, limitations
of the metasynthesis are discussed.
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Introduction

Metasynthesis (Thomas & Harden, 2008), also referred to as qualitative meta-
analysis (Timulak, 2009) aims at aggregating and interpreting the results of qualita-
tive studies in order to establish overarching findings and to enhance theory-building.
Metasynthesis is currently considered one of the most promising directions for quali-
tative psychotherapy research, as it can contribute to its generalizability and increase
its impact (Timulak & Elliott, 2019). Further, metasynthesis can also contribute to
the sustainability of qualitative research, as it can prevent researchers from “rein-
venting the wheel” (Paterson, 2012, p. 3) and protect vulnerable populations from
unnecessary research interventions (Dickson-Swift, James, Kippen, & Liamputtong,
2007). While being comparable with the better-known quantitative meta-analysis,
metasynthesis can and should go beyond the mere question of treatment efficacy,
which is often the focus of quantitative meta-analysis. Instead, metasynthesis can
address more complex process-related questions (Thorne, 2019).

In the area of psychotherapy research, the crisis of current methodological and
theoretical approaches1 drivesmore andmore researchers toward alternativemethod-
ologies (Toomela, 2008). Thereby, first-person accounts of subjective experience of
therapists and patients come back to the spotlight after almost one hundred years of
being rejected as “unscientific” (Desmet, 2018). In the last two decades, especially
single case studies become increasingly recognized in the field of psychotherapy
research, as they can offer unique in-depth insights into psychotherapy process and
further promote theory building (McLeod & Elliott, 2011). The creation of two
specialized journals (Clinical Case Studies in 2002 and Pragmatic Case Studies in
Psychotherapy in 2005), numerous special issues on single case research, as well as
the construction of the Single Case Archive (SCA; Desmet et al., 2013) reflect the
increasing importance of case study research. In the following, we will elaborate on
an example of a metasynthesis applied to published psychotherapy case studies, thus
combining these two promising approaches.

Whereas metasynthesis is usually concerned with published qualitative studies
and focuses mainly on their results sections (e.g., on the ‘themes’ retrieved by the
original research teams; Timulak, 2009), a metasynthesis of psychotherapy case
studiesmight consider thewhole study as anobject of investigation and source of data.
For example, clinical case studies (Iwakabe &Gazzola, 2009) are usually written by
therapists themselves and represent their first-person accounts of the therapy process;
they may also contain patients’ quotes or partial transcripts of the sessions. On the
other hand, systematic case studies (Iwakabe & Gazzola, 2009) may be conducted
by large research teams and contain qualitative or mixed-method analyses, which
implement rigorous reflective procedures like the Hermeneutic Single-Case Efficacy

1The notion of the crisis in modern-day psychology refers to multiple issues, such as poor
replicability of published findings (Open Science Collaboration, 2015), problematic validity of
psychological measurement instruments (Desmet, 2018), conceptual problems of variable construc-
tion (Toomela, 2008), as well as disproportional focus on neurobiological instead of essentially
psychological phenomena (Derksen, 2012).
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Design (HSCED; Elliott, 2002) or Consensual Qualitative Research for Case Studies
(CQR-C; Jackson,Chui,&Hill, 2011). Such case studies produce themes, reflections,
and abstractions that are the result of a rigorous research process by the primary
research team and provide a sophisticated ‘results section’. Many case studies fall in
between these two prototypes, containing first-person accounts of the therapist, as
well as some quantitative and qualitative data and the author’s (usually therapist’s)
secondary elaboration of the case. This brings the challenge that a metasynthesis
must deal with both aspects of primary narrative and higher-order interpretations
and at the same time critically reflect on the quality of both.

Aggregative vs. Interpretative Approaches in Metasynthesis

The answer to the challenge of such diverse data could be a movement toward a strict
formalization of the metasynthesis process as described by the Cochrane Collabora-
tion guidelines (Morton, Berg, Levit, & Eden, 2011). This logic strives for a certain
uniformity of reporting results and attempts to provide tools for rigorous quality
assessment of the primary studies (Lockwood et al., 2017). The general direction of
such an approach leans more toward meta-aggregation (Hannes & Pearson, 2011)
and to a lesser extent toward interpretation or theory-building. While this approach
is being criticized for a potential loss of richness of the primary qualitative results, it
can satisfy the need for transparency of qualitative meta-studies and increase trust in
the research findings, particularly among those who are critical and/or suspicious of
qualitative research (Hannes & Pearson, 2011; Thorne, 2019). However, a byproduct
of such an approach could be the creation of artificially simplified themes taken out
of context, thus sacrificing possible interconnection between them. In the spirit of
qualitative research, such loss of holistic understanding of the psychotherapy process
could lead to throwing the baby away with the bathwater (Thorne, 2019).

An alternative answer to the diverse materials that we encounter in the case
studies is to explicitly rely on theory-building. This means that the research question
should be explicitly guided by a pre-existing theoretical interest, the material should
be treated in an interpretative manner and the discussion part should gain promi-
nence in the publication. The advantages of such an approach are that diverse case
material (therapist’s reports, patient’s quotes, themes from qualitative data analysis,
and even bits of quantitative data) could be appraised from the theoretical point of
view and set in relation to each other, like a puzzle. Thereby, such theory-driven
metasynthesis could be testing multiple theoretical notions at the same time, letting
different theoretical concepts compete for the most satisfying explanation and allow
for detecting theoretical inconsistencies (Stiles, 2015). As a result, theory-driven
metasynthesis would produce a deeper-going analysis of clinical phenomena and
not a mere superficial summary of themes (Timulak & Elliott, 2019).
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Choosing the Research Question: Process vs. Effectiveness

When choosing the theoretical framework and the research question we have to ask
ourselves for which aims the material of the case studies is best suited. Case studies
could give us direct and accessible descriptions of the therapeutic process. Case
studies have the advantage that they report on the therapy process in a naturalistic
setting, highlight ‘tipping points’ and significant events in therapy (Timulak, 2010),
often describing the therapeutic process as it unfolds over time from the beginning
of the therapy until follow-up (Hayes, Laurenceau, Feldman, Strauss, & Cardaciotto,
2007). Therapists and research teams often use audio recordings and session notes in
order to maintain the continuity of assessment. This has major advantages compared
to interviewing therapists or clients retrospectively. At the same time, case studies are
always the product of the lens of the author, who is often also the therapist (in clinical
case studies). Inevitably, the author’s theoretical affiliation, education, and personal
experience, as well as the journal policy, “marketing” considerations, and scientific
spirit in the field could influence the presentation of the case a lot. From a qualitative
research perspective, such influence of the researcher/therapist can however not be
excluded (Denzin & Lincoln, 2005).

This does notmean that questions of treatment efficacy cannot be addressedwithin
a metasynthesis of case studies. Indeed, the majority of the field of psychotherapy
research is ultimately concerned with efficacy (Lambert, 2013) and case studies
can and should make a valuable contribution to this (Elliott, 2002). However, in
our view, the potential of case studies lies predominantly in studying processes and
especially dynamic and interactive aspects of the therapy, thus leading us to choose
process-oriented research questions.

In the study that we describe as an example in this chapter, we deliberately chose
the psychodynamically inspired concepts of deficit and conflict in their application
to the psychotherapeutic treatment of medically unexplained symptoms (MUS). In
the following, we will demonstrate how these theoretical concepts give shape to
and guide the process of metasynthesis. The current study emerged from our pilot
metasynthesis (Hannon, 2018) based on case studies from the Single Case Archive
(see alsoWillemsen et al., 2015). All authors participated in the Single Case Archive
collaboration and were interested in the potential of the SCA for its application for
meta-studies.

Incorporating Theory-Building into the Research Question:
The Concepts of Deficit and Conflict in Psychotherapeutic
Treatment of Medically Unexplained Symptoms

Medically Unexplained Symptoms (MUS)were chosen as an example for the current
chapter as they confront us with multiple clinical and theoretical challenges that can
be studied in-depth especially in the psychotherapeutic setting. MUS are somatic
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symptoms “for which no objective physical or pathological changes can be found”
(Aggarwal, McBeth, Zakrzewska, Lunt, &Macfarlane, 2006, p. 468). Amultitude of
terms such as Functional Somatic Syndromes, ConversionDisorders, Psychosomatic
Disorders, Somatic Symptom Disorder, etc. has been introduced to describe these
conditions, while here we stick to the term MUS, which is considered a consensual
umbrella term (Creed, 2016). MUS can range from pain, fatigue, and general malaise
to gastrointestinal disfunction and pseudo-neurological complaints (Henningsen,
Zipfel, & Herzog, 2007). The symptoms are often persistent (Carson et al., 2003;
Kroenke &Mangelsdorff, 1989) and can have a severe impact on the patient’s ability
to carry out daily activities, social functioning, and mental health (Carson et al.,
2003; De Waal, Arnold, Eekhof, & Van Hemert, 2004). Moreover, many patients
risk unnecessary, and above all, potentially harmful diagnostic investigations and
invasive treatments (olde Hartman et al., 2009). MUS also represent an important
socioeconomic problem because of the considerable costs of frequent attendance in
primary care (Barsky, Orav, & Bates, 2005; Zook & Moore, 1980). Patients with
MUS use non-psychiatric healthcare facilities more often than other patients (Fink,
Sørensen, Engberg, Holm, & Munk-Jørgensen, 1999) and often go through a large
number of medical investigations (Reid, Wessely, Crayford, & Hotopf, 2002).

A rich tradition of psychotherapeutic treatment of MUS exists since Freud
(Verhaeghe, 2004); currently, psychotherapy has been shown to be overall moder-
ately successful (Henningsen et al., 2007). The treatment of MUS is considered to be
challenging, as the patient and the therapist need to agree on common aims and on
the understanding of the mind-body connection (olde Hartman et al., 2009). Further,
the treatment of MUS is often dominated by illness behavior (Waller, Scheidt, &
Hartmann, 2004) and low patient satisfaction (Salmon, Dowrick, Ring, & Humphris,
2004), while psychotherapists often experience the therapeutic relationship as
troubled (Luyten, Van Houdenhove, Lemma, Target, & Fonagy, 2012).

From our literature review (Hannon, 2018), we identified two major approaches
to psychotherapeutic treatment of MUS, based on the psychodynamic model by
Bronstein (2011): the concepts of deficit and conflict.

The concept of deficit is defined as a deficiency in the capacity to experience
internal states and regulate tensions by psychological means. Deficit models imply
that patients prone to MUS lack the means to translate somatic arousal into verbal
expression and are thus experiencing the arousal directly in the body (Verhaeghe,
2004). This persistent arousal could lead to chronic overactivation and subsequent
breakdown of pain regulation mechanisms and cause chronic MUS (Luyten et al.,
2012). Patients withMUS are consistently shown to have flat affect, poor fantasy life,
and limited emotional vocabulary, a trait often referred to as alexithymia (Waller &
Scheidt, 2004). Possibly, individuals with MUS grow up in a “culture of emotional
avoidance” (Lind, Delmar, &Nielsen, 2014) and could thus lack the learned capacity
to verbalize emotional distress. Deficit-oriented psychodynamic approaches typi-
cally aim at increasing the mentalizing capacity of the patients with MUS (Luyten
et al., 2012) and improving the connections between bodily perceptions and mental
states. Similarly, cognitive-behavioral approaches aim at correcting hyperfocused
and biased perception of bodily stimuli and pain (Witthöft & Hiller, 2010), or
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aim at increased mindfulness, which results in more accurate perception of bodily
signals (van Ravesteijn et al., 2013) and a better connection between body and mind
(Röhricht, 2009).

The concept of conflict is defined as an unconscious psychic conflict, carrying
symbolic meaning, which is projected onto the body due to psychic defense mech-
anisms. Thereby, the patient defends the self from consciously unacceptable, but
unconsciously present ideas (Bronstein, 2011). The bodily symptomsmight symboli-
cally “express psychological distresswithout consciously acknowledging the psychic
conflict responsible for it” (Brown, 2004, p. 797). Working with conflict may involve
confrontation and uncovering of the conflicting, forbidden or shameful impulses and
emotions, since the avoidance of conflict is considered to be on the root of MUS in
this case (Abbass, Grantmyre, & Kay, 2013). Outside of psychoanalytic approaches,
the idea of identified patient from the systemic family therapy could also be seen as an
example of a conflict-oriented approach. For example, the child’s MUS could serve
to maintain “a delicate homeostasis in the family and is reinforced by the avoidance
of conflict” (Husain, Browne, & Chalder, 2007, p. 3).

Importantly, deficit and conflict aspects do not have to be mutually exclusive
(Bronstein, 2011), on the contrary, they could be present simultaneously in the treat-
ment of the same patient (Dobersch, Grosse Holtforth, & Egle, 2018). It is the inter-
play between deficit and conflict-aspects in psychotherapy that could improve our
understanding of the psychotherapeutic process in patients withMUS. In the spirit of
the psychotherapy integration literature, we are going to investigate the role of these
factors cross-theoretically, assuming that therapists in real-life experiment, discover,
and use the techniques that work rather than blindly follow a certain dogma (Norcross
& Alexander, 2019).

The aim of this study is to examine the process of therapeutic change in
psychotherapy in patients with MUS. Hereby, our research questions are (RQ1):
How do therapists describe the psychotherapy process in patients with medically
unexplained symptoms? And (RQ2): How is the approach of the therapist in his
or her encounter with patients with MUS related to the concepts of deficit and
conflict? Thereby, we want to gain a deeper understanding of the interplay between
the deficit and conflict aspects in therapy. Working with two research questions—a
broad exploratory and a narrower theory-driven one allows for integrating amultitude
of unexpected findings along the lines of the theoretical concepts.

Method

The Single Case Archive

The Single Case Archive (SCA; www.singlecasearchive.com) was used for the data
collection. The SCA is a novel online database that currently contains over 3000
psychotherapy case studies collected by an international team of researchers by

http://www.singlecasearchive.com
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systematically screening peer-reviewed journals of various theoretical orientations
from 1985 until recently (Desmet et al., 2013). Thereby, they obtained a collection
of cases that covers considerable parts of the field and can claim to be representative,
while also including cases that are not easily accessible with regular search terms in
other search engines such as Web of Science. Each case study is coded according to
the diagnosis, descriptive characteristics of patient and therapist, therapy modality,
and outcome (Meganck et al., 2017). All diagnoses from various diagnostic systems
are systematically translated into DSM-IV-TR categories for the sake of compara-
bility. Author’s own diagnostic formulations are additionally included into a separate
search field. This allows for immediate search of sets of cases that are relevant for
particular research questions via the in-built search engine.

The SCA hosts a multitude of case studies that focus on diverse topics, such as
treatment efficacy, alliance rupture and repair, culturally sensitive interventions (e.g.,
with examples of Latino, Asian, and Native American cultures), therapist’s personal
experience, self-disclosure, supervision issues, etc. A variety of clinical phenomena
of interest is mentioned in the database, such as transference (over 450 cases), dreams
(over 160 cases), impact of certain historic events on patients and therapists (e.g., 14
cases dealing with 9/11), or patient’s drawings (over 40 cases). The SCA also hosts
over 30 publications on prominent classic and contemporary case studies such as
Anna O. (Schonbar & Beatus, 1990), Gloria (Bohart, 1991) or Amalia X (Kächele
et al., 2006).

Purposive vs Exhaustive Sampling Strategy

Although the SCA cannot claim to be an exhaustive database, as it does not contain
every published case study in theworld, it can still claimgood enough representativity
in the field due to its construction method. Furthermore, the SCA is currently the
largest and most diverse online database for single case studies and could therefore
be pragmatically used as the only source for data collection. Ideally, when searching
for cases outside of the SCA, researchers should also always contribute the case
studies to the SCA, thus making it to grow further.

Methodological guidelines would typically drive the researcher toward strictly
exhaustive sampling in a metasynthesis (Benoot, Hannes, & Bilsen, 2016). An
exhaustive sampling implies “funneling” when items from a multitude of databases
are first broadly assessed and then systematically excluded after reading titles,
abstracts, and full texts. However, this view is more and more questioned within the
field. Besides pragmatic arguments of being unnecessarily time consuming, “[…]
exhaustive sample risks to produce rather superficial synthesis findings, with a large
number of studies that fail to go beyond the level of description” (Benoot et al.,
2016, p. 2). Running contrary to the idea of ideographic investigation, exhaustive
samplings often produce too much information that will be reduced in too superficial
a manner, devoid of context and texture (Thorne, 2019). If one was to conduct a
thematic analysis on all the cases from the SCA, one would probably end up with
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themes like ‘adhering to the protocol’, ‘symptomatic improvement’ and ‘alliance’—
a boring summary probably merely repeating the research questions and as such
reflecting a common flaw of qualitative research (Timulak & Elliott, 2019).

We therefore decided for a purposive sampling strategy in the current study, as
illustrated in Fig. 3.1. We first used the descriptive category ‘diagnosis’ in the search
engine of the SCA. Thereby, we could retrieve all cases in which the complaints
were labeled under the broad DSM-IV-TR category ‘somatoform disorders’, since
this is the closest definitional approximation of MUS. This search provided 119
results (state of the SCA on 17.02.2018). Then, titles and abstracts were examined
for their relevance to the research question. Articles excluded during this first reading

Fig. 3.1 Purposeful sampling strategy (Modified from PRISMA Statement [Liberati et al., 2009])
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were mostly articles where no clear MUS was described (e.g., stress-related asthma,
phantom limb pain) and cases of group therapy without an identified patient. This
resulted in 58 remaining articles. Then, case studies were evaluated by reading full
texts. Subsequently, articles were excluded based on the following exclusion criteria:
length of the case being too short (<4 pages); too little description of the therapeutic
process; MUS not being (one of) the main complaint(s), and the language of the
article being other than English. This step delivered 23 articles. Subsequently, we
followed the guidelines suggested by Benoot et al. (2016) for purposive sampling in
a metasynthesis. We first retrieved the core 6 studies which constituted an intensity
sampling and later added 4 studies for the purpose of maximum variation sampling.

Intensity Sampling

Both the first and the second author evaluated the remaining 23 articles. Only those
articles where a consensus was reached on the rich description of the psychothera-
peutic process were included. It should be noted that case studies differ widely with
respect to the amount and quality of process description. Some cases consist of mere
treatment protocol illustrations, some focus on narrow aspects of treatment, some
cases only include a description of outcome (Desmet et al., 2013). These types of
cases are potentially useful for other research questions but were excluded for the
current study.

The last steps of the selection process in ametasynthesis will often produce ad hoc
exclusion and eligibility criteria thatwere not foreseen at the beginning. For example,
at this stage we still encountered studies where the somatic symptoms described did
not clearly belong to the diagnostic category of MUS (e.g., a case of choking phobia
by Connor-Greene, 1993) and were excluded. We further excluded cases concerning
patients with an intellectual disability and cases where psychotherapy was a part
of a collaborative care approach. Eventually, we maintained six studies with a rich
description of the psychotherapeutic process (Baslet & Hill, 2011; Ciano-Federoff
& Sperry, 2005; Holland, 1997; Küchenhoff, 1998; Martínez-Taboas, 2005; Milrod,
2002). These cases represent the intensity sample of our data analysis as rich and
representative examples of the phenomenon of interest (Benoot et al., 2016).

Maximum Variation Sampling

After conducting data analysis on the first six cases, we concluded that the sample
contained many cases with the characteristics of conversion disorder and that these
cases felt rather ‘dramatic and eventful’ to us. The concept of conflict could be
studied in-depth there (we were approaching saturation), whereas the concept of
deficit appeared less nuanced in these cases. Therefore, we decided to expand
our sample with four additional studies (Jacobs & Dinoff, 2012; Shapiro, 2003;
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Vranceanu et al., 2008; Weaver, Nishith, & Resick, 1998) as part of maximum vari-
ation sampling. Thereby, we opted for cases that tended to describe more alex-
ithymic patients, whereby the therapy is considered rather slow and ‘uneventful’
in the literature (Vanheule, Desmet, Meganck, & Bogaerts, 2007). This provided
us with a more heterogeneous and balanced sample allowing for detecting themes
that were disconfirmatory to the preliminary findings of the first six studies. Such
a sample could also better reflect the clinical reality of working with patients with
MUS who are often restricted in emotional expression (Lind et al., 2014). These
four additional case studies are also available on the Single Case Archive. Two
cases (Jacobs & Dinoff, 2012; Shapiro, 2003) were already taken into consideration
during the previous selection. Another two cases (Vranceanu et al., 2008; Weaver
et al., 1998) were retrieved from the Single Case Archive on 10.06.2018 since the
amount of cases in the SCA was still increasing at the time of our research. Hereby
we obtained a heterogenous sample that included cases with a variety of psychothera-
peutic approaches (Cognitive-behavioral, psychodynamic, and mindfulness-based),
patients of different age groups, and various MUS conditions (see Appendix A).

Figure 3.1 illustrates how the straightforward sampling idea as expressed in the
PRISMA statement collides with the purposive iterative sampling and how it cannot
be easily illustrated in thePRISMAflowchart.Whereas PRISMAguidelines (Liberati
et al., 2009) suggest a linear “funneling” from large to small samples via successive
exclusion of records (Benoot et al., 2016), we actually increased our sample size in
the last stage.

Furthermore, in the last stages, the presented sampling process is iterative and
inseparable from the data analysis, in line with qualitative approaches which are
more focused toward theory-building and conflicting with quantitative approaches
where standardization and hypothesis testing are central.

Data Analysis: Critical Realism as Epistemological Position

Dealing with pre-interpreted case material requires the researchers to be clear on
their own epistemological position and theoretical premises from the very beginning
of the research process. We believe that the psychotherapy process as reported by
the authors of case studies could be pre-selected and influenced by their theoretical
orientation, training, personal experience, journal policy and other factors. However,
we also believe that practitioners generally produce accounts of a certain empir-
ical “reality”, that could be studied cross-theoretically and that is not a mere social
construction/discourse or a mere product of the theoretical school (Sims-Schouten,
Riley, &Willig, 2007). We also do not share current cognitive psychology’s focus on
therapists as a “source of bias” (Shedler,Mayman, &Manis, 1993; Spaanjaars, Groe-
nier, van de Ven, &Witteman, 2015). Currently, within the culture of publishing case
studies, practitioners are more and more encouraged to report on their own personal,
educational, and theoretical background and to reflect on possible biases (Fishman,
2013; Jackson et al., 2011). Our epistemological position therefore leans mostly
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toward critical realism. Including cases from various theoretical backgrounds and
reflecting on the potential bias of the authors appears to us to be the golden middle
way instead of dismissing the practitioner perspective altogether or viewing the case
data as pure social construction.

Data Analysis: Case Level as Primary Level of Analysis;
Creating Process Themes

In conducting this metasynthesis, we followed the suggestions outlined by Thomas
andHarden (2008) onmethods for thematic synthesis of qualitative research: (1) line-
by-line coding resulting in ‘descriptive codes’; (2) the construction of ‘descriptive
themes’ and (3) the development of ‘analytical themes’. Hereby, each case was
considered as a unit of analysis, since it seemed difficult to investigate a therapeutic
process if data would be extracted from the case and merged without the contextual
information (Hoon, 2013). Therefore, it was decided to first read and analyze each
case separately, and to search for overarching themes in later stages. In addition, we
decided to create a mind map and a timeline of significant events for every case. This
way we could detect additional process-related themes that would not be found by
solely conducting line-by-line coding. Visualizing psychotherapy process by means
of a timeline also allowed us to detect temporal interdependences between themes,
i.e., how processes unfold over time. We understand psychotherapy process as a
complex dynamic system (Desmet, 2018) and believe that conducting qualitative
analysis as if we were dealing with a static phenomenon will not meet the goal.

For the current chapter, we conducted a secondary analysis of our pilot study
(Hannon, 2018),which initially had a broader scope (i.e., including the research ques-
tion on therapist’s explanatory models) and focused now on process and intervention
domains.

Results

We could identify three main process themes: ‘Breaking the vicious circle of medical
interventions’, ‘Fromphysical pain to psychological pain’, and ‘MUS not in the focus
anymore’. The themes that described interventions of the therapists were subsumed
under conflict and deficit themes. We identified two conflict-related themes: ‘Post-
poning conflict-interventions’ and ‘Working through the conflict’ and two deficit-
related themes: ‘Linking body and mind’ and ‘Teaching healthy coping’. The themes
that could not be adequately categorized within our framework of deficit and conflict
were handled as nuancing and disconfirmatory themes: ‘Focus of treatment on under-
lying psychopathological condition instead of MUS’ and ‘Focus of treatment on
trauma’.



48 J. Krivzov et al.

Fig. 3.2 Hypothetical timeline of the therapeutic process in patients with MUS

Reporting results of qualitative studies is a challenge of a special kind, as it
should be both methodologically rigorous and at the same time the themes should be
illustrative and appealing to the reader (Timulak&Elliott, 2019).While reporting the
results of the metasynthesis of psychotherapy case studies, one could choose from
different options, instead of reporting a mere code list/tree, since our ambition is to
describe an unfolding dynamic process. An appealing solution could be the creation
of an ideal-typical case story out of multiple cases as chosen by Keogh and Timulak
(2015, June). In line with this idea, we decided to shape our report in the form of an
ideal-typical/hypothetical timeline of the treatment, along which the themes unfold
(see Fig. 3.2). The presented themes are not necessarily present in each case, but
the overall pattern reflects our holistic understanding of the psychotherapy process
unfolding over time in the sample.

Breaking the Vicious Cycle of Medical Interventions

Patients with MUS often seek multiple unnecessary medical investigations before
they start psychotherapy.Thereby, the interventions sometimes becomequite invasive
and dramatic, and subsequently, the symptoms may worsen, or new (more dramatic)
symptoms may emerge, leading to new and more invasive investigations [2, 4, 6],2

as illustrated in the following example:

During summer vacation […], his symptoms became markedly aggravated, and Niccolo
complained of searing pain in his right ear and began to scream and moan in pain (from both
of his ears) loudly and continuously while he was awake. Not even the slightest ear pathology
could be identified. His anxious parents had him seen by multiple Italian and American

2The numbers in square brackets indicate the number of the case study in which the theme has been
found from Appendix A.
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specialists, but his endless moaning and complaints only worsened. He was admitted to a
hospital in Milan, where he was treated with general anaesthesia (!)3 in order to stop his
moaning. Family anxiety ran high. When he awoke several days later, Niccolo’s pain had
worsened and he could no longer walk, despite having a normal neurological examination.
He was discharged from the hospital in a wheelchair. (Milrod, 2002, pp. 624–625)

As a reaction, therapists may actively encourage stopping medical investigations and
interventions, in order to break the vicious circle, and to prepare the ground for the
psychotherapy [4, 6, 7, 8].

From Physical Pain to Psychological Pain

The grand trajectory of the psychotherapy process in our sample can be formulated
as an evolution from physical pain to psychological pain (visualized as the big arrow
in Fig. 3.2). During the therapy, patients who are initially focused on physical symp-
toms and resist linking their emotional state to MUS begin to discover feelings, and
previously hidden conflicts become visible. Gradually, the focus shifts away from
physical symptoms and the pain becomes a psychological one. This process may be
accompanied by (sudden) changes in MUS.

At the beginning of the treatment patients may be exclusively focused on the
physical symptoms, which constitutes the central point of their narrative and thera-
peutic request [2]. Patients initially refuse to link their emotional state to physical
symptoms [4, 5, 7, 8]. In the course of the therapy, an almost ubiquitous pattern is the
emergence of feelings [1, 3, 4, 5, 6, 7, 8, 10]. It is remarkable how many times the
words ‘feeling’, ‘emotion’, and ‘affect’ are used in the narrative of the case studies.
Feelings are often experienced by the patient for the first time in a long while. They
cry for the first time in therapy [3] or feel angry for the first time [4]. Several therapists
stress the value of undisturbed experiencing of emotion:

[…] interventions involved directly discussing her feelings using principles of acceptance.
Hence, she learned how to accept her feelings for what they are, sit with her emotions, and
mindfully and nonjudgmentally observe them dissipate. (Vranceanu et al., 2008, p. 249)

Talking about one’s feelings may lead to a sudden increase in MUS [1, 5, 7]:

In the next session, while talking about her regret for not doing anything that fateful night,
Nayda immediately had a psychogenic convulsion. (Martínez-Taboas, 2005, p. 8)

At the same time, there are reports of a decrease in MUS after patients start to talk
about their feelings [5]. It seems that changes in MUS in either direction can go
along with the emergence of feelings [2, 5, 10]. Next to the emergence of feelings,
the underlying conflict may emerge as the focus of the psychotherapy [1, 4, 7, 10].

3Punctuation by the author of the original paper.
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At the end of the treatment, patients are better able to link their behavior, feelings
and MUS [4, 5, 6, 7, 9].

Postponing Conflict Interventions

Several therapists decide to wait with conflict-oriented interventions at the start of
treatment, in order to bypass the patient’s resistance, to build the therapeutic alliance
and trust, or to work on the deficit first [3, 4, 6, 7, 8]. Therapists often presume that
a preparatory phase or a supportive approach might be necessary at the begin of the
treatment:

Key aspects of the preparatory phase with Kai included respecting the mind–body split as a
primary defense, avoiding premature confrontation, listening and speaking the language of
the body as well as the language of the mind […]. (Shapiro, 2003, p. 448)

Validating theMUSexperience could be seen as a crucial intervention to build rapport
[9]. The therapist may choose to halt deeper-going interventions even despite the
patient’s wish and first give space and show respect to the symptom itself:

[…] although she herself had indicated at the start that she wanted to understand the links
between her physical symptoms and her psychological state, I accepted the actuality, the
awfulness, of the bodily experiences in their own right, rather than diminishing them by
hasty associations, or dynamic interpretations. (Holland, 1997, pp. 221–222)

Instead of confrontation, therapists may decide to stay close to patient’s own illness
attribution and explanatory model of the MUS [1, 2, 3, 4, 6, 7, 8, 9]. Only in one case
the therapist decided for a conflict intervention at the beginning of the treatment,
exploring an intense guilt conflict [1].

Working Through the Conflict

The majority of the authors see an (unconscious) internal conflict at the root of MUS
[1, 2, 3, 4, 5, 6, 7] and some authors additionally search for a symbolic meaning to
the MUS that represents this conflict [1, 4, 5, 6], as in the following example:

Niccolo came from a musically focused family in which hearing and listening were highly
valued (cathected) activities. It is not surprising that his conversion symptoms were aurally
focused. (Milrod, 2002, p. 629)

Interestingly, on one occasion the authors do not report on the symbolic meaning
of the MUS, although to our research group symbolic meaning appears present
(persistent hand pain in a patient who has been raped, while her hands were bound)
[5, p. 60].

During the treatment, patients become less defensive [1, 3, 5, 6] which gives
space for the intervention on conflict. Working through the conflict happens as a
confrontation or as a gradual discovery of the (unconscious) conflict [1, 4, 7] as in
the following example:
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I wish I could push the clock back to being a baby—maybe to last year when I was sick …
I hated being sick, but it was just me and my family … I felt protected, close, like a baby
would feel. [She abruptly looked at me, eyes wide and stunned.] You don’t think that’s why
I’m having trouble? (Shapiro, 2003, p. 554)

Subsequently, confrontation with conflict may go along with an increase in MUS, as
at the end of the session cited above:

Walking toward the door she slouchedmore, her face crumpled, she looked down and grabbed
her stomach. ‘My stomach hurts’, she whisper-wailed as she walked out the door. (Shapiro,
2003, p. 554)

Furthermore, five case studies describe a decline in MUS following conflict resolu-
tion. [1, 3, 4, 5, 6]. Overall, working through the conflict may be connected to both
increase and decrease in MUS (as indicated by arrows in Fig. 3.2).

Linking Body and Mind

The initial disconnection between body and mind is broadly addressed in the case
studies while using terms such as minimal symbolization [3] or alexithymia [2]. The
authors describe various ways in which linking body and mind is encouraged [3, 4,
7, 9]. For example, the therapist may use psychoeducation to explain that emotions
are common correlates of pain and can influence it [9], or point out to the patient
how he or she expresses feelings through the body [4]. The therapist may even use
writing tasks so as to teach the patient to express vague sensations (“I am smoking”)
in a more concrete way:

For example, the therapist would type out several incomplete sentences for her to complete
and she would type several answers to each statement. Specifically, when asked how she
would express intense anger, she stated she would say, “I’m smokin’.4” As a result, several
lines that said, “I’m smokin’” were put on the computer and she completed the unfin-
ished phrases. Her first response, for example, was I’m smokin’ “because my life is being
destroyed” and her second was, “because my family didn’t care to keep me home with them
and to find out or ask me what had happened.” […] She eventually completed 45 “I’m
smokin’” statements without difficulty. (Ciano-Federoff & Sperry, 2005, p. 65)

The therapist may also introduce physical therapy next to psychotherapy in order
for the patient to get to a new way of relating to their own body, hence building a
mental picture of the body [7]. During the treatment, the body may also become
more present in the fantasies of the patient [6].

Teaching Healthy Coping

Several authors believe that MUS are influenced by maladaptive ways of coping, and
avoidance is often named as an important contributor to (the reinforcement of) MUS

4Spelling by the author of the original paper.
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[9]. Teaching healthy coping may be then considered crucial intervention and lead
to more empowerment:

Jean also learned to cognitively reframe her pain-related negative thoughts. For example,
when she noted thinking that ‘pain is awful and overwhelming,’ she learned to replace that
thought with a more adaptive one: ‘I can do many things in spite of pain.’ This was a key
session for Jean, as it changed themanner in which she construed herself. Instead of ‘a victim
of her pain,’ Jean began to experience herself as someone who was learning and employing
strategies to cope with her pain. (Vranceanu et al., 2008, p. 248)

Change in coping is considered a critical moment in the therapy in two cases [9, 10],
but teaching different coping strategies is also widely described in the sample [1, 5,
8, 9, 10].

MUS Not the Focus Anymore

In line with the theme ‘From physical pain to psychological pain’, talking about
physical symptoms becomes less important for the patients at the end of the therapy
[2, 3, 5, 7, 8, 9]. Instead, patients shift the focus toward current feelings, fantasies,
relationships, and conflicts:

While she still complained about her headaches, during this appointment, Anne’s discussion
was centered on her plans to transition her life after the divorce. Her headaches were not the
main focus of the discussion. (Baslet & Hill, 2011, p. 105)

Even if the symptoms do not disappear completely, the patient may be less frightened
of them or show more acceptance [9] and start focusing on other matters.

Disconfirmatory Findings as Facilitators of Theory-Building:
Deficit, Conflict and Trauma

Contrary to our initial assumption, we could not interpret the material of case studies
in the sample-based solely on our framework of deficit and conflict. In several
passages, we encountered the logic of treating an ‘underlying’ mental condition
instead of deficit or conflict, whereby MUS were considered ‘side effects’ of the
comorbid condition [2, 10]. This was especially striking in the case of trauma.

While conducting qualitative analyses, the concept of trauma appeared so promi-
nent in the narrative of several case studies that in our view it deserved a separate
thematic category alongside deficit and conflict. In five case studies, we found a
description of a traumatic event at the onset of the MUS, such as guilt-provoking
suicide of a relative [1], prolonged adverse life events [3], rape and assault [5, 10]
and war-related PTSD [8]. Therapists described implementing trauma-specific inter-
ventions such as exposure [1], which could not be directly categorized as deficit-
or conflict-oriented. These findings are however very well in line with the current
literature onMUS–trauma link (Van der Kolk, 2014). At this point, the research team
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Fig. 3.3 Trauma as a third category alongside deficit and conflict vs. trauma underlying both deficit
and conflict

can stop and go back to the initial research question, and for example, re-consider
the categorization into deficit, conflict and trauma and re-analyze the data.

Another option would be to use this finding to deepen the theory-building on
MUS by proposing possible connections between these categories for discussion.
On the one hand, trauma could be seen as a third major component, contributing to
the emergence of MUS alongside deficit and conflict (Fig. 3.3, left). On the other
hand, trauma in itself may lead to both deficit (i.e. alexithymia; Zlotnick, Mattia, &
Zimmerman, 2001) and conflict (PDM Task Force, 2006), as illustrated in Fig. 3.3,
right. Although the question of causality cannot be answered within our research
design, formulating new and sharpening old research questions may be a worthwhile
aim to strive for in a theory-building metasynthesis.

Discussion

This chapter focused first of all on the decisions researchers can make during the
stages of a metasynthesis of psychotherapy case studies. In our worked example, we
decided to follow a non-exhaustive purposive sampling procedure and to focus on
themes that are process-oriented.We used an explicit theoretical framework of deficit
and conflict instead of ‘allowing the material to speak for itself’. Thus, we mostly
opted for ‘unorthodox’ decisions, which may be justified for the current research
question, but not suitable for other research questions.

Our findings reflect the spirit of current integrative guidelines for psychotherapy
for MUS, especially on themes such as postponing conflict interventions, encour-
aging healthy coping and mentalization (Dobersch et al., 2018; Roenneberg et al.,
2018). Further, our findings emphasize the role of trauma in MUS that should be
studied in-depth by means of qualitative research.

Themajor limitation of the currentmetasynthesis is that it includedonly successful
or mixed-outcome cases, which is partially due to the publication bias in the field
of single case studies (Desmet et al., 2013). Including cases with failure outcome
could enrich our understanding of psychotherapy process and show different facets
of deficit and conflict in the treatment of MUS.
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In accordance with the recommendations by Jackson and colleagues (2011), our
research team consisted of members with different backgrounds and levels of clin-
ical expertise. The first author has been socialized in the clinical tradition of the
German psychosomatic school and was previously working at a psychodynamic-
and mindfulness-oriented clinic. While conducting the metasynthesis, the second
author had not yet been exposed to clinical practice but shared the interest in psycho-
dynamic approaches. The third author had an extensive experience as a Freudian-
Lacanian psychoanalyst and supervisor. Thus, despite differences in background,
all authors shared general psychodynamic/psychoanalytic spirit, which could have
influenced the results. For example, it appeared that we approached cases of CBT
treatment from the point of view of interpersonal dynamics first, and only then from
the genuine perspective on learning processes, which lead to discovering the theme
‘Teaching healthy coping’ rather later in the course of the project. Inclusion of an
external teammember from a cognitive-behavioral background could have promoted
this insight at an earlier stage. In the absence of such a member, we tried to create
as much alternative hypotheses and themes as possible to test the trustworthiness of
out themes. Presenting the preliminary results on two interdisciplinary conferences
and a workshop on MUS helped us to get more external input. Also, based on our
experience, we strongly agree with Flyvbjerg (2006) on his point that case study
research, by virtue of its rich material, is especially apt to disconfirm preconceptions
of the researchers.

Our general experience of working in team was that of “convergence” toward the
end of the process.Whereas initially the first and the second author had different ideas
on handling the (theoretical) interpretations of the therapists, during the first year of
work they reached consensus based on critical realism paradigm described earlier
in this chapter. If discussions came up, they often centered around the issue of trust-
worthiness of therapist’s selective rapportage. In one case, we decided to elaborate
in our results section on such an (apparent to us) inconsistency in author’s presenta-
tion, indicating that the authors of the case studymissed to report symbolic/traumatic
meaning of patient’sMUS (Ciano-Federoff&Sperry, 2005, p. 60). Thereby, reaching
consensus on an “anomaly” was something that appeared valuable in our eyes to
test the overall replicability of our results. For researchers who attempt a metasyn-
thesis on published cases studies, we would encourage alternating between being
an “empathic reader” of the therapist/author (i.e., “How would I feel if I were in
your skin as a therapist?”) and an “advocatus diaboli”, who would actively propose
different explanations and mistrust the primary narrative of the therapist (Elliott,
2002).
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Finally, we would like to point out that our experience of conducting the metasyn-
thesis was very enriching from a professional perspective. We feel that while dealing
with casematerial, one gains amore active and lively grip on the theories and findings
in the field as compared to conducting a more traditional literature review. We would
thus encourage young qualitative researchers to start approaching their subject by
conducting a metasynthesis, before moving on to developing their own empirical
studies.
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Appendix A: List of Selected Studies with Characteristics
of Patients

The numbers in square brackets [ ] in the text of the manuscript refer to the order
in which the case studies were analyzed. The cases were analyzed in the following
order: [1] Martínez-Taboas (2005); [2] Baslet and Hill (2011); [3] Holland (1997);
[4] Milrod (2002); [5] Ciano-Federoff and Sperry (2005); [6] Küchenhoff (1998);
[7] Shapiro (2003); [8] Jacobs and Dinoff (2012); [9] Vranceanu et al. (2008); [10]
Weaver et al. (1998).
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Chapter 4
Walking Interviews: A Novel Way
of Ensuring the Voices of Vulnerable
Populations Are Included in Research

Penelope Kinney

Abstract Including the voices of clients who live with major mental illness is
paramount if researchers are truly trying to understand their worlds, however,
there are challenges to overcome. Living with major mental illness often affects a
person’s ability to hold spontaneous conversation. A person may sit passively during
a traditional talking interview, waiting for guidance on how to answer questions. To
overcome these impediments alternative methods of data collection outside of the
traditional qualitative interview should be used to facilitate dialogue while keeping
the client safe.Walking interviews are a novel approach that can be used to overcome
some of these challenges. The use ofwalking interviews (where the interviewerwalks
alongside the participant) as a method of collecting data is increasing. The walking
interview also provides insights into the connections between the participant and
their community. While sitting comfortably in a chair these connections may not
easily be described. While walking alongside a participant in a familiar environment
the interviewer can gain insight into a sense of alienation or connection the inter-
viewee has with their community. Though mobile interviewing is still at the infant
stage as a methodology, it does shed light on how individuals frame and understand
the spaces and places they use in their lives. This chapter will explore the relevance
of walking interviews when including vulnerable populations, such as clients within
forensic mental health services, into qualitative research and provide insights into
how this novel method can successfully be included into qualitative research.
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Introduction

It was during the development of the qualitative research project for my Ph.D. that
I explored a range of possible data collection methods I might use with my client
participants, whowerewithin a regional forensic psychiatric service in NewZealand.
I was aware, frommy previous experience of working for six years as an occupational
therapist within forensic psychiatric services, living with major mental illness often
affects a person’s ability to hold spontaneous conversation.Apersonmay sit passively
during traditional qualitative talking interviews, waiting for guidance on how to
answer questions. I looked to find if there was another option that would allow the
client participants to engage in a way that was familiar to them, and would not put
undue pressure on them to speak continuously. I came across the walking interview.
Walking interviews (where the researcher walks alongside the participant) are a novel
approach that can be used to overcome some of the challenges experienced by clients
of mental health services within the context of a research interview. The research
discussed within this chapter focuses on forensic psychiatric clients’ experience of
transitioning from hospital to living in the community, and as this was their story,
they needed to be part of the research. The research was based on the assumption
that if forensic psychiatric clients’ voices are to be part of research then the data
collection methods used needed to be ones that they could engage with. Walking
alongside a clinician was a familiar experience for the clients, as this was often the
first way a person was able to access the world outside of the hospital ward. The
choice to use walking interviews was based on this.

The chapter begins by providing a brief overview of the research that was
conducted and why the walking interview was explored. The walking interview is
then outlined, the strengths it brings to research, and then the three types of walking
interviews, the go-along, bimbling and participatory walking interviews used are
presented. The advantages and insights produced by these interviews, along with
the challenges and limitations associated with the method, are also presented. The
chapter finishes by overviewing a range of considerations that researchers must take
into account if they are to use these types of interviews.

Transitioning from Hospital to the Community

The process of transition occurs throughout life for every human being. People tran-
sition from adolescence to adulthood, student to worker; they move geographical
locations and adjust to a disease or accident. These transitions may be voluntary or
be forced upon us; whichever way, it is a process to be gone through. Help with
this process comes in many forms and is often sought by the person undergoing the
change, especially if they recognise they are experiencing challenges while going
through it.
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People in forensic psychiatric services, like themajority of the population, undergo
a variety of transitions. Many are forced upon them and their perception, often based
on reality, is that they have limited control over these processes. Moving to the
community after significant periods of time in psychiatric hospitals is challenging
for the majority of those making this transition (Coffey, 2012b; Grusky, Tierney,
Manderscheid, & Grusky, 1985). Leaving the support and structure of a ward,
managing budgets and adapting to new accommodation are just a few of the
process those leaving hospital have to make that can be challenging (Nolan, Bradley,
& Brimblecombe, 2011). Transitioning from a hospital setting to the community
requires a person to be aware of the changes occurring and to be able to adapt to the
ways of doing a task, as well as to how they think about it. For example, in hospital,
meals are usually selected from menus and eaten at times when the delivery truck
arrives. When clients return to the community, they are required to budget to ensure
they can afford the food for meals they will now need to plan and cook for themselves
and eat at times that they choose.

Information relating to transitions for clients within a forensic psychiatric service
is scarce. There is an acknowledgement by a range of authors that there is very little
literature available regarding moving forensic psychiatric clients to the community.
Focus of past research has centred on risk and recidivism and very little related to how
forensic psychiatric clients attempted to adapt and transition towards a non-deviant
lifestyle (Bjørkly, 2004; Coffey, 2012a; Jamieson, Taylor, & Gibson, 2006; Kaliski,
1997; Viljoen, Nicholls, Greaves, de Ruiter, & Brink, 2011).

There are many challenges when moving an individual from hospital to the
community that confronts the clinical team. Needing to treat and return an indi-
vidual to the community while protecting that community from potential harm can
often cause conflict for health professionals (Kaliski, 1997). Successful transitions
for those people within forensic psychiatric services into the community are impor-
tant not only to ensure safety of the community but to ensure the individual them-
selves has a meaningful and productive life (Gerber et al., 2003; Gustafsson, Holm,
& Flensner, 2012). The literature explored used the voice of the client sparingly.
A number of challenges were identified by researchers who did attempt to include
clients’ voices and those authors called for future research that included clients’ narra-
tives (Coffey, 2006; Jamieson et al., 2006; Livingston, 2018; Völlm, Foster, Bates,
& Huband, 2017). Therefore, the project that I completed, that explored how clients
within forensic psychiatric services transitioned back into the community, needed
to include the voice of the client (Kinney, 2018a). To ensure the clients’ voice was
included I utilised a data collection method that the client participants were able
to engage with. This chapter is primarily focused on introducing and discussing a
method of data collection that is suitable to use with mental health client participants,
it will not discuss the method of data analysis used in the project.
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The Walking Interview

The Mobilities Paradigm (Sheller & Urry, 2006) has developed over recent years,
gaining support across multiple disciplines. With an increasing interest in aspects of
life that are mobile and the desire to explore the link between self and place the new
mobility paradigm is continuing to gain attention (Evans& Jones, 2011; Hein, Evans,
& Jones, 2008). Located predominantly within geographical literature (Anderson,
2004; Evans & Jones, 2011; Holton & Riley, 2014) the use of walking interviews
(where the researcher walks alongside the participant) as a method of collecting data
has also increased over the past number of years by social scientists (Butler&Derrett,
2014; Carpiano, 2009; Clark & Emmel, 2010; Hall, Lashua, & Coffey, 2006; Jones,
Bunce, Evans, Gibbs, & Hein, 2008; Kinney, 2018a; Kusenbach, 2003).

Though mobile interviewing could still be regarded as developing, it does show
great potential for providing insight into how individuals structure and engage with
the spaces they use in their lives (Jones et al., 2008). Interest is developing inmethods
that challenge the traditional sedentary nature of social research (Sheller & Urry,
2006) and the walking interview helps address that challenge.

Walking alongside the participant, the researcher can gain insights into the partic-
ipants’ connection to their world, both physical and social (Evans & Jones, 2011).
The walking interview provides the researcher with an opportunity to gain access to
the participants’ attitudes and knowledge about their environment and the connec-
tion or alienation they have to the social networks they have within it (Clark &
Emmel, 2010). The walking interview can be an iterative process. The participants’
narratives regarding their experiences of place can be challenged and restructured,
thus making the walking interview an opportunity to explore how experiences are
altered and re-constructed over time (Holton & Riley, 2014), making engaging with
the participants’ understanding of place easier. By walking alongside a participant in
a familiar environment, engaging in a usual routine, the researcher can gain insight
into the participants’ physical capacity, where a description in a sit-down interview
may not sufficiently represent their reality (Butler & Derrett, 2014), for example,
observing a person’s fitness level when walking to and from an appointment, rather
than taking the bus. The walking interview provides opportunities to explore issues
the participant may have in relation to the space (Jones et al., 2008), for example,
access and mobility concerns or lack of opportunity for social connection.

Participants within sedentary interviews can drift from a topic when their knowl-
edge on the given area has been exhausted. Participants, during walking interviews,
tend to talk more spontaneously about the place they are walking through. More
specific information regarding place is produced as the researcher can ask specific
questions in response to the participants’ engagement during the walking interview
(Evans& Jones, 2011). By being outside of the traditional formal research format, the
walking interview can also improve the participants’ comfortability with taking part
in research, the power imbalance is reduced because the researcher is walking along-
side a participant, rather than sitting looking at the person (Trell &VanHoven, 2010).
Talk often becomes easier when walking, the natural occurrences when walking
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replace the unnatural pauses that happen in a sedentary interview. Participants are
not required to maintain constant conversation and pauses are an expected part of the
walking interview. Crossing the road, walking up a hill, turning a corner are natural
pauses that allow the conversation to be brought back to the everyday (Hall et al.,
2006).

Three types of walking interviews are outlined below. Each was used within the
research conducted. They are the go-along interviews, bimbling interviews and the
participatory interviews.

Go-Along Interview

The go-along is regarded as a mix between an interview and participant observation.
During the outing, the researcher is asking questions, listening and observing the
participant as they go about their usual routines (Kusenbach, 2003). The go-along
interview has been identified as a unique qualitative method that can be used to study
health issues in the local environment (Carpiano, 2009). The go-along is a distinctive
tool that can be used to meet a number of challenges that are present within health
and place literature. It can be used to examine the physical, social and emotional
dimensions of place and how they interact with each other for an individual over
time (Carpiano, 2009).

The go-along interview occurs when the researcher accompanies a participant
on an outing that would normally occur, even if the researcher was not there. It
is important that during these go-alongs the researcher is following participants
in their natural environment, completing their normal routines and ensuring these
are occurring on the usual day, at the usual time and following the usual route they
would normally take (Kusenbach, 2003). The go-along can be conducted via walking
(walk-along) or by driving (ride-along) or a mixture of both (Kusenbach, 2003).

“Unusual” walks have been used with participants in the past where the walk is
not based on what the participant would normally do however‚ the process of just
walkingwith the participantwas found to be useful. The action ofwalking promoted a
connectionwith the surrounding environment, it allowedanunderstandingof place by
exploring the route participants took and it enabled the creation of social connections
(Hein et al., 2008). However, Kusenbach (2003) views these types of go-alongs as
contrived social situations as the researcher is disrupting the normal pattern of how
the participant interacts with the environment.

The interview structure of the go-along can follow a similar structure to that of a
sit-down interview. An open-ended format allows participants the freedom to speak
about what they would like to say. Only little direction regarding points to discuss
is offered by the researcher, such as pointing out a nearby feature so as to hear the
participant’s thoughts on that feature. A semi-structured format comprises of both
prepared and ad hoc questions. The researcher heads out on the go-along with a list
of prepared questions they want to ensure they will get answered. As the interview
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progresses, further questions will be identified. This format is thought to be more
conversational (Carpiano, 2009).

The go-along interview is viewed as a more inclusive process (as opposed to
the sit-down interview) because the participant engages in the interview, which is
more of a partnership rather than just being a subject who is being interviewed
(Carpiano, 2009). The go-along works to reduce the power imbalance, especially in
marginalised populations, as the participant works as a tour guide, deciding what is
important and should be shared with the researcher (Carpiano, 2009). The go-along
interview also works well with Photovoice (Wang & Burris, 1997) as it can help
bring about community change. The use of photos and subsequent narratives can
have powerful effects when shown to policy makers. The photos can be either taken
by the participant or taken by the researcher but at the direction of the participant. It is
always preferable to have the participant take the photo however there are timeswhen
this may not be possible or appropriate. Whenever a photo is taken, the participant
should be asked to explain why that particular object was the focus of the photo
(Carpiano, 2009).

Bimbling Interview

Evans (1998) has described the practice of going for a walk to blow off steam as
bimbling, that is, walking or wandering with no clear aim. Bimbling has now been
used as a method for collecting data in qualitative research, mainly when exploring
environmental activism andwhen there is a need to remove the participant away from
an environment which is politicised due to protests taking place (Anderson, 2004;
Hein et al., 2008). Anderson (2004) explained by walking or wandering with no clear
aim, offered protesters an opportunity to have a break from the stress of being on a
protest site. It also allowed protestors an opportunity to reconnect to the environment
and landscape that they were attempting to protect. Walking alongside a protestor in
this manner prompted that person to reminisce about why they were attempting to
protect the given environment and it also often triggered other life-course memories
associated with the person’s connection to place.

This “talking while walking” interview is conducted in a similar fashion to the
other walking interviews; however, the route taken is not necessarily known by either
the researcher or participant and, in fact, is not important. The act of walking provides
the opportunity for the participant to recollect experiences about the topic being
discussed and to articulate them (Anderson, 2004; Moles, 2008) rather than being
concerned about the specific location (Jones et al., 2008). The bimbling interview
is useful when the researcher wants to encourage conversation with the participant
and is aware of the potential intimidation the participant may feel being in a tradi-
tional qualitative interview. The location being used in the walking interview is not
necessarily important, but the act of walking encourages conversation.
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Participatory Walking Interview

The purpose of the participatory walking interview is to gain an understanding of the
participants’ sense of place and neighbourhood attachment (Clark & Emmel, 2010).
The difference from the go-along interview is, rather than following a participant on
an outing that would have occurred if the researcher was not present this interview
takes place while walking around a route that the participant has determined which
is in their familiar neighbourhood (Clark & Emmel, 2010). The routes used for the
participatory walking interview are not to be considered representative of people’s
actual everyday routines and habits but rather indicative of how the participant thinks
about their neighbourhoods (Clark & Emmel, 2010; Emmel & Clark, 2009). Clark
and Emmel (2010) have developed a toolkit which future researchers can use as
guides for the participatory walking interviews. Participants determine the route,
the length of time the walking interview goes on for and what they want to show
the researcher. A camera can be taken on the walking interview to record specific
information. The toolkit also provides an interview schedule for the duration of the
walking interview and also includes the questions asked during the walk.

The Advantages of the Walking Interview

There are a number of advantages to using any of the three walking inter-
views outlined above with mental health client participants. The walking interview
allows the researcher to access the participant’s attitudes and knowledge about the
surrounding environment. By walking with a participant, the researcher is able to
gain insights into both place and self (Evans & Jones, 2011). The walking inter-
view allows insight into how the participant locates their social networks in rela-
tion to place (Clark & Emmel, 2010). This is especially important with forensic
psychiatric clients as Gerber and colleagues (2003) outline the difficulties clients
can have in connecting to the community they have moved to from hospital. The
walking interview can help challenge a participant’s narrative regarding their expe-
rience of place. For example, a participant, in a sit-down interview, may describe
their lack of confidence in completing everyday activities, such as grocery shopping,
thus verbalizing their reluctance to access the supermarket. While accompanying
and observing a participant completing this activity, a researcher may ask clarifying
questions that prompts the participant to think about their experience of the super-
market in a different light. During the walking interview, the participants’ experi-
ences can be reframed over time (Holton & Riley, 2014). The walking interview can
make engaging with the participants’ understanding of place easier for the researcher
(Evans & Jones, 2011). It provides insight into the connections between the partic-
ipant and the community. While sitting comfortably in a chair, these connections
may not easily be described. While walking alongside a participant in a familiar
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environment, the researcher can gain insight into a sense of alienation or connection
the participant has with their community (Butler & Derrett, 2014).

The walking interview gives control to the participant, the person can then deter-
mine what they would like to show the researcher. Showing the researcher can be
more powerful than attempting to articulate thoughts about a place (Clark & Emmel,
2010). The natural environment can provide prompts to elicit further detail that might
not have happened had the interview been room based, and it provides opportunities
for the unanticipated to occur (Clark & Emmel, 2010).

A strength of the walking interview as a data collection method is that it can be
used within a number of epistemological understandings. For example, it can be used
within a subjectivist epistemologywhich views reality as being unique to individuals.
An individual places meaning on the world and then interprets it in a manner that
makes sense to them (Mills, Bonner, & Francis, 2006). It can also be used within
a constructivist epistemology which disputes the idea that there is one objective
reality but rather an individuals’ reality is constructed through their engagement in
their world (Lincoln, Lynham, & Guba 2018). The walking interview allows the
researcher to access the meanings an individual may hold in regard to the physical
and social environment the participant may hold important. The walking interviews
were appropriate for this research project as it explored the uniquemeaning transition
held for each participant.

The Research Project

The research project (Kinney, 2018a)was guided byConstructivist Grounded Theory
(Charmaz, 2014). Savin-Baden and Howell Major (2013) believe grounded theory
should be used when a social process is being explored and Stanley (2006) argues
grounded theory research often asks the “how” and “what” questions. The aim of the
project was to explore the transition process of adapting to living in the community
after spending extended time in hospital for clients within a forensic psychiatric
service in Aotearoa/New Zealand. Three main questions guided the research:

• How do clients within a forensic psychiatric service adapt to living in the
community?

• What influences the transition experiences of clients making this adaptation?
• What would a successful transition look like?

Both clients and staff fromwithin the forensic psychiatric servicewere invited into the
research. Two types of interviews were used within the research, non-standardised,
intensive interviews and walking interviews. Charmaz (2014) describes intensive
interviewing as a flexible technique which allows the participant and researcher to
co-construct the interview dialogue; this type of interview was used with both the
client and staff participants. Thewalking interview, as discussed earlier in the chapter,
was conducted only with the client participants.
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Constructivist grounded theory supports the researcher returning to the same
participant many times as it allows the researcher to delve deeper into their experi-
ence (Charmaz, 2014). Because of this, the client participants were invited to three
interviews. Interview 1, a non-standardised, intensive interview, focused on the client
participant’s own transition experience. Interview 2, a walking interview, looked to
explore the significance of place in relation to the client participant’s transition. Inter-
view 3, a non-standardised, intensive interview, was an opportunity to check with
the client participant the initial coding from their previous interviews, follow up on
any areas needing further exploration, and to discuss the developing codes.

The client participant inclusion criteria included:

• Living in the community for nomore than 12months following discharge from the
forensic psychiatric hospital or in the process of transitioning to the community
from an inpatient ward; and

• Remained under the supervision of the forensic psychiatric service

The clinical team discussed the clients who met these criteria as to whether they
would be suitable for the research. A number of clients were not put forward for the
research due to the clinical teams’ concern regarding my safety. For example, one
client often drank alcohol andwas unpredictable when under the influence of alcohol.
When a client was identified as appropriate, the client’s case manager approached
that person with information about the research and asked if they would like to
hear more. Because I lived over 370 kms away from the location, the case manager
was the person who first approached the client. When the client advised they were
happy to hear more, their case manager notified me with the clients contact details.
I then contacted the client directly and travelled to meet with them to talk them
through the information sheet. I always stayed for at least two days to allow the
client participants a minimum of 24 h to decide whether they wanted to join the
research. I then conducted the first interview once they had signed the consent form.

Six client participants participated in a total of 16 interviews. Five of the partic-
ipants completed all three interviews while one client participant became mentally
unwell soon after completing the first interview, and based on the clinical team’s
recommendations, I did not continue with the other interviews with that person. All
clients were in different stages of their transition. Some were already living seven
nights out of hospital while others were beginning their transition, staying between
one and three nights a week out of hospital. The length of time in hospital ranged
from almost five to 13 years, though one client participant had come through the
corrections service so had been in some type of secure environment for a total of
19 years.

All interviews were transcribed in full by myself and analysed immediately, the
analysis then informed the following interviews that were still to be conducted.
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The Walking Interviews in Action

Though I inherently believed the use of walking interviews as a data collection
method for the research was going to be useful I didn’t truly appreciate how valuable
they would be until I had used them with the client participants.

The following are overviews of my experience of using the walking interviews
with a selection of the client participants. The overviews also include the subsequent
insights developed, as a direct result of using the walking interview.

Participant A

The walking interview completed with participant A was closer to that of the partic-
ipatory interview. Initially A had identified the beach as a place where he would like
to walk for the interview. On the day of the interview, participant A made contact
with myself and requested a change to the geographical location where his home was
situated. The request was made due to a number of contextual factors, the weather
was unsettled and he didn’t want to be at the beach in the rain and, most importantly,
A lived about a 20 min drive from the beach and he did not have petrol in his car
and didn’t have the finances to put any in at that point. We agreed to begin walking
from his home. During the walk A spoke of why this area was important to him, he
identified landmarks and spoke about their significance to him during his transition.
It was during the walk that I asked A about the significance of the beach. A advised
that the beach hadn’t been significant in his transition, he just thought I might like to
see it because he knew I had come from almost 370 kilometres away and he wasn’t
sure if I’d been there before. A had initially wanted the walking interview to be more
like a tour guide however it resulted closer to the participatory interview.

A had been living six nights a week in the community for approximately
18 months. A was required to return to the hospital ward one night every week
for monitoring. He was not allowed to stay seven nights a week in the community
because he had not yet obtained the necessary leave approval required under the
legislation according to which he was being held. A verbalised confidence about
living in the community and was looking forward to the time his clinical team would
apply for extended leave. He advised that it was important for him to demonstrate to
his clinical team that he was ready to make this final increase in leave.

A selected a route around his local suburb, where he was currently living, for
his walking interview. A advised the route that we walked for the interview was
one he had completed numerous times soon after shifting into his current living
accommodation, in fact, initially he would complete this walk multiple times during
a day. A had used the walk as a way of taking time to think and manage his anxiety
about being in the community. He reported he now very rarely completed this walk
as he did not believe he needed the time out like he used to.
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As we were walking the route our conversation was triggered by events that were
happening around us. As a result, our conversation was spontaneous and generally
continuous. There were pauses as we crossed the road or waited to pass others on the
footpath, all during times where conversation would be expected to either cease or
reduce. On one occasion, a white van full of people drove past us. This prompted A
to speak about the group community outings he participated in while on the hospital
ward. He advised that prior to coming to hospital he used to make fun of those vans
full of people. He used to joke that the people in the vans were odd and incapable of
living independently. After spending time in hospital, he stated he soon realised how
important those van trips were to his mental well-being. Having an opportunity to
leave the ward and be amongst the community helped him believe he was “normal”.
He stated that being allowed to attend the community outings proved to him that he
was getting better and that there was hope. He stated he no longer made fun of the
vans full of people but rather wanted to support the people within the van, letting
them know they were getting better.

On another occasion on the walk, we passed a house which had a very tidy front
garden, the grass was mowed, the garden weeded and the house looked well kept.
As we walked past the house, A remarked “I want to live in a house like that one
day”. I asked him to clarify what it was about the house that he liked, that made him
want to live in something similar. A remarked “see they have their shoes on the front
porch, it means it is a safe area, they haven’t been stolen”. A also remarked how
he believed the suburb we were walking through was not a “poor” area which also
contributed to it being safe in his eyes. Our conversation was then able to progress
to discussing what it meant to feel safe, and the importance of being able to afford to
buy what A viewed as luxury items. These two examples from A’s walking interview
demonstrates how the unanticipated can occur during these types of interviews and
A being able to show the house he would like to live in one day was more powerful
than if he had attempted to just describe it (Clark & Emmel, 2010).

Participant B

The walking interview I completed with participant B was closer to a bimbling
interview. He had selected walking through the local public gardens as his interview
location. During the interview, I became aware that this specific place did not have
any real connection to him and his transition process but rather it was a place he
wanted to go that particular day. I found we ended up talking mostly about his
transition experience rather than the geographical location we were in. For B, the
location where we were walking was not as important as participating in the walking.

Participant B had only very recently moved to living six nights a week in the
community. He was still becoming accustomed to making decisions about what he
wanted to do during the days he was in the community and where he might like to
go that was outside of his accommodation. B had chosen to walk around the local
public gardens as it was a place he advised was important during his time when he
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was initially becoming used to being outside of the hospital environment. It was a
place hewas familiar with as ward outings would visit the gardens during the summer
when the weather allowed.

B had been advised he would direct the walking interview, making decisions
which paths to follow and if there were any specific areas within the gardens he
would like to visit.

The walking interview commenced at what could be regarded as a regular walking
pace. Conversationwas easy tomaintain as the pacewas not so fast that it was difficult
to speak, breathe and walk at the same time. B chose to follow the marked pathways
throughout the public gardens.

As discussed earlier, participant observation, during a walking interview, also
provides valuable information for the researcher (Kusenbach, 2003). The walking
interviewwith B demonstrated this. Initially, we would be walking side by side along
the marked paths. Over time B’s pace slowed and he would end up being one or two
paces behind me. I would then slow to allow us to walk side by side again. I had
thought that perhaps B’s fitness level meant he was struggling to keep to the pace we
had started on. After a few more minutes, I noticed B slow even further. What I then
realised was that we were coming to a junction in the pathway where a decision was
needed to determine which direction we would go in. I wondered if B was waiting
for me to make that decision. At that point, I reminded B he was to determine where
we were to walk. At that point, B’s pace increased and he selected the direction we
would walk. B continued at the same pace until we came to another junction that
meant another decision was needed. B again slowed and remained at the slower pace
until he was reminded he could make the decision. B continued to look to me to
initially make decisions during the walking interview, even after being reminded he
could direct the walk.

Thewalking interviewwas a powerful tool to show the differences between partic-
ipant B and participant A’s transition process to adapting to living in the community,
even though both were living in the community six nights a week. Both participants
were confident to speak to me about their transition and how they were engaging in
the community, during their sit-down interview. The difference in their confidence
with initiating decision making was more evident during their walking interview,
showing participant B was less confident to take the lead than participant A.

Participant C

The walking interview I completed with participant C was similar to the go-along
walking interview. I accompanied C on a walk he routinely completed around the
hospital grounds. Participant C acted as a tour guide, showing me the area where he
normally walked. The route we followed was the one he would routinely take each
day (Kusenbach, 2003).

Participant C was only just beginning to transition to the community when he
joined the research. He was only spending days at his community accommodation
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and it was after his walking interview that he started spending overnights there. As a
result, C’s walking interview occurred within the grounds of the hospital ward where
he was still living. C had selected to walk a route that he usually completed for
exercise twice a day and that followed the boundary of the hospital grounds. Similar
to B, observation was an important tool during C’s walking interview. C set off at
a fast pace for the walk and at times it was difficult to maintain both conversation
and walking speed. C reiterated multiple times during the interview the route that
we were following was one that he completed for exercise and so his focus in the
interview was to remain on getting exercise.

The boundary of the hospital grounds, which wewere following, was often fenced
and at times the fence ran in front of car parks which had cars parked within them.
When we got to these areas instead of walking around the cars where there was
plenty of room, C elected to walk between the cars and the fence. Often there was
very little room and required us both to walk sideways to squeeze past the cars.
When I questioned C why he had elected to walk, there he replied “that is where the
boundary is and I walk the boundary”. The walking interview reinforced the concrete
and literal nature of C’s thinking. It provided an opportunity to gain insight into C’s
connection to his world (Evans & Jones, 2011).

Participant D

The walking interview I completed with participant D was also similar to the go-
along walking interview. I accompanied D on a walk he routinely completed within
the hospital grounds. The route we followed was the one he would routinely take
and he also acted as a tour guide, showing me areas he thought might interest me.

Participant D was commencing his transition so was not staying overnight in the
community. Thewalking interviewwithDwas conductedwithin the hospital grounds
as well. D also liked to walk the boundary if possible, however, he was not as literal as
C and deviated away from the boundary if there was a need to, such as limited room to
walk beside the boundary. He preferred towalk the boundaries because in some of the
areas there were no fences demarcating exactly where the boundary was. However,
D was very aware of where the boundary was and always ensured he stayed within
the hospital grounds. D’s walking interview provided two unanticipated insights into
the importance of place to D which would not have been readily accessible to if the
walking interview had not been conducted (Clark & Emmel, 2010).

On part of the walk, where there was no fence, there was a seat that was on the
hospital grounds and faced out towards the wider city. D advised he often sat on the
seat looking out towards the city. He advised it was an opportunity to reflect on the
fact he wanted to be out in the expanse that was in front to him. He would sit and
look out and know that was his goal for his future that was where he wanted to be;
all that he was doing as part of his treatment was about getting to be back in the
community. The act of showing the expanse in front of him was more powerful than
merely talking about it in a sedentary interview (Clark & Emmel, 2010).
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The second unanticipated insight of D’s walk occurred while we were walking
close to the boundary of the hospital grounds, again, where there was no fence to
demarcate where the boundary was. We were walking on the grass, beside which
there was a footpath. When I asked why we weren’t walking on the footpath, D
advised the footpath was outside of the hospital grounds and he was not allowed
to be there. He was concerned that members of the public might catch him outside
of the grounds and then report him to either the media or his clinical team. D was
aware that if he was caught outside of the hospital grounds, outside of where he had
approved unaccompanied leave, he would likely have his leave rescinded and his
move to the community would be slowed down. Though there was no structure to
stop D from leaving the hospital grounds, D ensured he followed all expectations
even though staff were not present. Foucault (1977) explains this behaviour through
his social theory called Panopticonism. A metaphor that asserts humans are able to
be controlled through subtle and unseen forces, i.e., by turning the disciplinary gaze
upon themselves.

Considerations When Completing Walking Interviews

Gaining access to clients within forensic psychiatric services was a challenging
obstacle to overcome; especially when the novel approach of a walking interview
was being used. The safety concerns that were raised by the ethics committee and the
service were manageable and were addressed to ensure this inclusive research with
vulnerable populations could go ahead. The range of ethical considerations that were
addressed have been addressed in detail in another publication and can be sourced
there (Kinney, 2018b) and are only briefly covered here.

Confidentiality can’t be assured due to the fact the general public can see the
participant in the presence of the researcher and potentially hear the conversation.
Discussions also need to occur regardingwhat should happen if the participant bumps
into a person they know and who wants to know what is happening. Participants
should be encouraged to decide how they would like to handle this potential conflict
before the interview begins (Kinney, 2018b). Two of the client participants within
my research met people they knew, one introduced me to them and told that person
what we were doing while the other participant cut the person they knew off citing he
was in an “interview” with me. He then kept walking. A walking interview may not
be recommended for a participant if the topic of conversation is regarded as sensitive
and could lead to the person becoming distressed. This is especially relevant in an
environment that is densely populated with multiple people having the ability to
overhear the conversation.

There are a number of conditions that are out of the control of the researcher
that will impact on whether the walking interview will occur. Mother Nature, which
includes the weather (such as rain and wind), and the participants’ physical health
both have the capacity to impact on the walking interview. Changing the interview
from walking to driving may solve some of the problems but it also creates a number
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if the researcher is the lone researcher. Trying to conduct the interview while driving
in high traffic areas or during conditions that are icy or heavy rain can pose a number
of safety issues. Decisions on contingency plans need to be made before the walking
interview is scheduled. I travelled over 370 km to the location where the participants
lived. I was unable to reschedule easily so I had discussions with each client partici-
pant prior to finalising a time we would conduct the interview about what we would
do if there were factors that meant the walking interview may not go ahead. This
took a lot of pressure off the client participants as they knew what the plan was.

The time of day can potentially pose challenges. Depending on the availability
of the participant it may not be appropriate for the researcher to be accompanying
the participant on a walking interview in a particular geographical location due to
safety reasons for both the researcher and participant, in fact a walking interview
may not be recommended in these cases. For example, bars, due to the possibility
of meeting intoxicated patrons, in or around the participants’ home, especially if
the participant has had concerns raised by their clinical team or secluded alleyways
or other areas at dusk. Also, cultural considerations may deem certain spaces as not
being appropriate for interviews to occur. It is important to have clarified these before
the walking interview is scheduled.

I was clear with each client participant the walking interview was required to
be completed during the hours of daylight. I was required to check in with each
client participant’s case manager regarding their current mental state and whether
the walking interview could still go ahead. Though I did not know the exact route of
each walking interview I did know the general location and I had advised the relevant
case manager where the interview was going to occur, what time I was meeting the
client participant and what time I anticipated being back. I then advised the relevant
staff when the interview was completed. I also carried a cell phone in case of an
emergency (Kinney, 2018a).

A good quality voice recorder is needed for the interview and the researcher
should record the route taken. This can be completed by either using a street map or
by using technology such as a Global Positioning System (GPS). When interviews
are transcribed the linking back to the route is important (Clark & Emmel, 2010).
Making decisions on how to record these interviews can take time. What type of
recorder is used will depend on a range of factors including finances to purchase
recorders, whether the researcher wants the recorder to be invisible, where the inter-
views will occur, and who will carry the recorder. I decided to test a number of
different combinations with people I knew prior to making a decision. In the end I
went with using a lapel microphone attached to the collar of my jacket. The digital
recorder had a function I could select that reduced background noise and only picked
up sound within 1–2 metres. I decided I wasn’t going to try and get the participants
to wear the microphone for multiple reasons including invading their personal space,
concern about wearing the recording device and it looking out of place for them.
This method worked well, though not all of each interview was easily heard when
attempting to transcribe the interviews. Researchers should anticipate missing some
of the interviews because of the conditions in which the interview is occurring (Clark
& Emmel, 2010).
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Conclusion

The walking interview shows great potential for research which includes the voice of
the mental health client. It provides insight into the connections between the partici-
pant and their community. Walking alongside a participant in a familiar environment
the researcher can gain insight into a sense of alienation or connection the partici-
pant has with their community. Because the researcher is observing the participant
while also interviewing them, it is possible to gather information about how the
mental health client interacts with both their physical and social environment. For
example, the researcher can observe if a participant is walking with their head up,
scanning their surroundings or walking with their head bent to focus on the footpath
in front of them. The researcher can observe as to whether the participant notices
an oncoming pedestrian and what reaction the participant may take. If walking in
a built-up area the researcher can observe whether the participant is aware of any
traffic in the surrounding area and whether the participant engages with the appro-
priate safety steps. These observations can then direct the researcher to follow up
questions they might like to explore. The power of the walking interview is that it
provides opportunities for the unanticipated to occur that would not have happened
if a sedentary interview was being used (Clark & Emmel, 2010).

The walking interview can also help overcome the difficulty those living with
enduring mental illness can have in regards to spontaneous verbal communication.

Within this chapter, I have presented three types ofwalking interviews and showed
how they have been successfully used within research that has included the voices
of forensic psychiatric clients. The walking interview does have a number of ethical
considerations, whichmust be addressed to ensure the safety of mental health clients,
however, these are manageable and able to be overcome.

Ensuring the voices of mental health clients are included in future research, espe-
cially research that is about them, is paramount. The use of walking interviews may
very well help to ensure their voices are heard.

References

Anderson, J. (2004). Talking whilst walking: A geographical archaeology of knowledge. Area,
36(3), 254–261. https://doi.org/10.1111/j.0004-0894.2004.00222.x.

Bjørkly, S. (2004). Riskmanagement in transitions between forensic institutions and the community:
A literature review and an introduction to a milieu treatment approach. International Journal of
Forensic Mental Health, 3(1), 67–76. https://doi.org/10.1080/14999013.2004.10471197.

Butler,M.,&Derrett, S. (2014). Thewalking interview:An ethnographic approach to understanding
disability. The Internet Journal of Allied Health Sciences and Practice, 12(3), Article 6. Retrieved
from http://nsuworks.nova.edu/ijahsp/vol12/iss3/6/.

Carpiano, R. M. (2009). Come take a walk with me: The “go-along” interview as a novel method
for studying the implications of place for health and well-being. Health Place, 15(1), 263–272.
https://doi.org/10.1016/j.healthplace.2008.05.003.

Charmaz, K. (2014). Constructing grounded theory (2nd ed.). London: Sage.

https://doi.org/10.1111/j.0004-0894.2004.00222.x
https://doi.org/10.1080/14999013.2004.10471197
http://nsuworks.nova.edu/ijahsp/vol12/iss3/6/
https://doi.org/10.1016/j.healthplace.2008.05.003


4 Walking Interviews: A Novel Way … 81

Clark, A., & Emmel, N. (2010). Using walking interviews. Realities, 13, 1–6.
Coffey, M. (2006). Researching service user views in forensic mental health: A literature review.
The Journal of Forensic Psychiatry & Psychology, 17(1), 73–107. https://doi.org/10.1080/147
89940500431544.

Coffey, M. (2012a). Negotiating identity transition when leaving forensic hospitals. Health: An
Interdisciplinary Journal for the Social Study of Health, Illness and Medicine, 16(5), 489–506.
https://doi.org/10.1177/1363459311434649.

Coffey, M. (2012b). A risk worth taking? Value differences and alternative risk constructions in
accounts given by patients and their community workers following conditional discharge from
forensic mental health services. Health, Risk & Society, 14(5), 465–482. https://doi.org/10.1080/
13698575.2012.682976.

Emmel, N., & Clark, A. (2009). The methods used in connected lives: Investigating networks,
neighbourhoods and communities. Retrieved from http://eprints.ncrm.ac.uk/800/.

Evans, J., & Jones, P. (2011). The walking interview: Methodology, mobility and place. Applied
Geography, 31(2), 849–858. https://doi.org/10.1016/j.apgeog.2010.09.005.

Evans, K. (1998). Copse: Cartoon book of tree protesting. Chippenham: Orange Dog Publications.
Foucault, M. (1977). Discipline & punish: The birth of the prison (A. Sheridan, Trans.). New York,
NY: Vintage Books.

Gerber, G. J., Prince, P. N., Duffy, S., McDougall, L., Cooper, J., & Dowler, S. (2003). Adjust-
ment, integration, and quality of life among forensic patients receiving community outreach
services. International Journal of Forensic Mental Health, 2(2), 129–136. https://doi.org/10.
1080/14999013.2003.10471184.

Grusky, O., Tierney, K., Manderscheid, R.W., & Grusky, D. B. (1985). Social bonding and commu-
nity adjustment of chronically mentally ill adults. Journal of Health and Social Behavior, 26(1),
49–63. https://doi.org/10.2307/2136726.

Gustafsson, E., Holm, M., & Flensner, G. (2012). Rehabilitation between institutional and non-
institutional forensic psychiatric care: Important influences on the transition process. Journal of
Psychiatric and Mental Health Nursing, 19(8), 729–737. https://doi.org/10.1111/j.1365-2850.
2011.01852.x.

Hall, T., Lashua, B., & Coffey, A. (2006). Stories as sorties. Qualitative Researcher, 3(Summer),
2–4.

Hein, J., Evans, J., & Jones, P. (2008). Mobile methodologies: Theory, technology and practice.
Geography Compass, 2(5), 1266–1285. https://doi.org/10.1111/j.1749-8198.2008.00139.x.

Holton, M., & Riley, M. (2014). Talking on the move: Place-based interviewing with undergraduate
students. Area, 46(1), 59–65. https://doi.org/10.1111/area.12070.

Jamieson, L., Taylor, P. J., & Gibson, B. (2006). From pathological dependence to healthy indepen-
dence: An emergent grounded theory of facilitating independent living. The Grounded Theory
Review, 6(1), 79–108.

Jones, P., Bunce, G., Evans, J., Gibbs, H., & Hein, J. R. (2008). Exploring space and place with
walking interviews. Journal of Research Practice, 4(2), Article D2. Retrieved from http://jrp.
icaap.org/index.php/jrp/article/view/150/161.

Kaliski, S. Z. (1997). Risk management during the transition from hospital to community care.
International Review of Psychiatry, 9(2–3), 249–256. https://doi.org/10.1080/09540269775466.

Kinney, P. (2017). Walking interview. Social Research Update, 67, 1–4. Retrieved from http://sru.
soc.surrey.ac.uk/SRU67.pdf.

Kinney, P. (2018a). Becoming an ex-forensic psychiatric client: Transitioning to recovery within
the community. Ph.D., University of Otago, Dunedin, New Zealand. Retrieved from https://our
archive.otago.ac.nz/handle/10523/8761.

Kinney, P. (2018b).Walking interview ethics. InR. Iphofen&M.Tolich (Eds.),The SAGEhandbook
of qualitative research ethics (pp. 174–187). Thousand Oaks, CA: Sage.

Kusenbach, M. (2003). Street phenomenology: The go-along as ethnographic research tool.
Ethnography, 4(3), 455–485. https://doi.org/10.1177/146613810343007.

https://doi.org/10.1080/14789940500431544
https://doi.org/10.1177/1363459311434649
https://doi.org/10.1080/13698575.2012.682976
http://eprints.ncrm.ac.uk/800/
https://doi.org/10.1016/j.apgeog.2010.09.005
https://doi.org/10.1080/14999013.2003.10471184
https://doi.org/10.2307/2136726
https://doi.org/10.1111/j.1365-2850.2011.01852.x
https://doi.org/10.1111/j.1749-8198.2008.00139.x
https://doi.org/10.1111/area.12070
http://jrp.icaap.org/index.php/jrp/article/view/150/161
https://doi.org/10.1080/09540269775466
http://sru.soc.surrey.ac.uk/SRU67.pdf
https://ourarchive.otago.ac.nz/handle/10523/8761
https://doi.org/10.1177/146613810343007


82 P. Kinney

Lincoln, Y. S., Lynham, S. A., & Guba, E. G. (2018). Paradigmatic controversies, contradictions,
and emerging confluences, revisited. In N. K. Denzin&Y. S. Lincoln (Eds.), The SAGE handbook
of qualitative research (5th ed., pp. 108–150). Thousand Oaks, CA: Sage.

Livingston, J. D. (2018).What does success look like in the forensic mental health system? Perspec-
tives of service users and service providers. International Journal of Offender Therapy and
Comparative Criminology, 62(1), 208–228. https://doi.org/10.1177/0306624x16639973.

Mills, J., Bonner, A., & Francis, K. (2006). Adopting a constructivist approach to grounded theory:
Implications for research design. International Journal of Nursing Practice, 12(1), 8–13. https://
doi.org/10.1111/j.1440-172X.2006.00543.

Moles, K. (2008). Awalk in thirdspace: Place, methods and walking. Sociological Research Online,
13(4), 2.

Nolan, P., Bradley, E., & Brimblecombe, N. (2011). Disengaging from acute inpatient psychiatric
care: A description of service users’ experiences and views. Journal of Psychiatric and Mental
Health Nursing, 18(4), 359–367. https://doi.org/10.1111/j.1365-2850.2010.01675.x.

Savin-Baden,M., &HowellMajor, C. (2013).Grounded theory: Qualitative research: The essential
guide to theory and practice (pp. 182–194). London: Routledge.

Sheller, M., & Urry, J. (2006). The new mobilities paradigm. Environment and Planning A, 38(2),
207–226. https://doi.org/10.1068/a37268.

Stanley, M. (2006). A grounded theory of the wellbeing of older people. In L. Finlay & C. Ballinger
(Eds.), Qualitative research for allied health professionals: Challenging choices (pp. 63–78).
England: Whurr Publishers Ltd.

Trell, E.-M., & Van Hoven, B. (2010). Making sense of place: Exploring creative and (inter) active
research methods with young people. Fennia-International Journal of Geography, 188(1), 91–
104.

Viljoen, S., Nicholls, T., Greaves, C., de Ruiter, C., & Brink, J. (2011). Resilience and successful
community reintegration among female forensic psychiatric patients: A preliminary investigation.
Behavioral Sciences & the Law, 29(5), 752–770. https://doi.org/10.1002/bsl.1001.

Völlm, B., Foster, S., Bates, P., & Huband, N. (2017). How best to engage users of forensic services
in research: Literature review and recommendations. International Journal of Forensic Mental
Health, 16(2), 183–195. https://doi.org/10.1080/14999013.2016.1255282.

Wang, C., & Burris, M. A. (1997). Photovoice: Concept, methodology, and use for participatory
needs assessment. Health Education & Behavior, 24(3), 369–387. https://doi.org/10.1177/109
019819702400309.

https://doi.org/10.1177/0306624x16639973
https://doi.org/10.1111/j.1440-172X.2006.00543
https://doi.org/10.1111/j.1365-2850.2010.01675.x
https://doi.org/10.1068/a37268
https://doi.org/10.1002/bsl.1001
https://doi.org/10.1080/14999013.2016.1255282
https://doi.org/10.1177/109019819702400309


Chapter 5
Using Researcher Reflexivity
and Multiple Methods to Study
the Experience of Cancer-Related
Distress

Carla Willig

Abstract This chapter describes the evolution of a pluralistic qualitative research
programme into the experience of cancer-related distress. Startingwith an autoethno-
graphic exploration of her own experience of being diagnosed with cancer, the author
describes how the use of discourse analysis, hermeneutic phenomenology and qual-
itative metasynthesis in a series of related studies enabled her to shed light on, and
begin to theorise, the production of cancer-related distress. The chapter demonstrates
how the combination of methods used in the research programme facilitated insights
into the ways in which subjective experience is mediated and shaped by available
discursive resources, and how people actively engage with these resources as they
find their own way of finding meaning in their experience. The chapter argues that
a research programme that uses a range of qualitative methods can produce a more
rounded understanding of a phenomenon than a mono-method study alone would
be able to achieve. Here, the in-depth focus on one individual’s subjective experi-
ence that characterises autoethnography is complemented by the wider lens applied
throughmetasynthesis,whilst a discourse analytic focus on sociocultural situatedness
of experience is complemented by phenomenology’s concern with lived, embodied
experience. Such an approach to research allows us to examine experience in the light
of discourse whilst at the same time paying close attention to experience as it is lived
by those who describe it. It is an approach that can examine how constructions of
meaning around cancer can have a detrimental effect on the quality of life of people
who are living with cancer, and, hopefully, contribute to creating a sociocultural
context within which cancer is talked about in a way that is mindful of the impact of
discourse on experience.
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Introduction

This chapter tells the story of how the emotionally challenging experience of being
diagnosed with cancer led me to embark upon a methodological journey. As such,
the chapter constitutes an exercise in researcher reflexivity as well as offering an
account of how a combination of qualitative research methods can be used to study
subjective experience within its social context. In this chapter, I describe how my
initial reflections on my own experience led me to write an autoethnographic paper
in which I raised questions about the social context within which my experience was
taking place. In an attempt to answer these questions, I then conducted discourse
analytic research into the ways in which cancer diagnosis is talked and written about.
This, in turn, raised questions for me about the phenomenological repercussions
of being positioned in dominant cancer discourses particularly for people living
with cancers that cannot be cured and I conducted a phenomenological study into
the experience of living with advanced cancer. Finally, to address questions about
the extent to which the experiences identified in the small-scale phenomenological
study might be shared among a wider population of cancer patients, I carried out
a qualitative metasynthesis of studies of the experience of living with a terminal
cancer diagnosis. Together these four qualitative studies can help to shed light on
the lived experience of cancer in contemporary Western culture and they can help us
understand the nature and quality of the distress that can be generated by a cancer
diagnosis.

Since increasing numbers of people are being diagnosedwith cancer and, thanks to
improvements in available treatments, patients can live with the disease for relatively
long periods of time, it is important to further our understanding of the psycholog-
ical and social challenges inherent in this situation. Living with cancer can give rise
to mental health issues and research consistently finds clinically significant levels
of anxiety and depression in a large proportion (around 30%) of those diagnosed
with cancer (e.g. Roy-Byrne et al., 2008; Sellick and Crooks, 1999). There is also
evidence suggesting that being diagnosed with cancer constitutes a form of trau-
matisation (Propper, 2007). It is clear that coming to terms with a terminal cancer
diagnosis constitutes a significant psychological challenge which has implications
for the individual’s mental health and well-being. The research presented in this
chapter seeks to contribute to the literature by deepening our understanding of the
ways in which cancer-related distress is produced, with a view to developing social
and psychological interventions which can reduce such distress (see also Willig &
Wirth, 2019, for more on this).

This chapter demonstrates how one researcher can use a range of qualitative
methods in the pursuit of knowledge about a particular experiential phenomenon. It
shows how shedding light on an experiential phenomenon can be a process of asking
a series of questions, each of which requires the use of a different qualitative method,
and so demonstrates how knowledge and understanding are built up over time by
continuing to ask questions and choosing methods to answer them. Thus, pursuing
a series of evolving research questions, each of which requires a different research
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AUTOETHNOGRAPHY:
What is going on for
me in this cancer
experience ?

DISCOURSE ANALYSIS:
What are the
dominant discourses
available to talk about
cancer ?

HERMENEUTIC
PHENOMENOLOGY:
What does it mean to
be living with
advanced cancer ?

METASYNTHESIS:
What are the defining
featurs of the
experience of living
with advanced cancer?

Fig. 5.1 Evolving research questions and methods

method, produces a pluralistic research programme which can generate topical as
well as methodological insights (see Fig. 5.1).

Researcher reflexivity plays an important role in all forms of qualitative research.
Researcher reflexivity involves attending to the context within which a piece of
research has been conceived, designed and conducted, including the researcher’s own
motivation and their personal and epistemological commitments (Finlay & Gough,
2003; Gough & Madill, 2012; Willig, 2013). The starting point for the research
programme discussed in this chapter was the experience of a traumatic interruption
to the researcher’s own sense of self and the thoughts and feelings that this generated.
Even though the first piece of work (the autoethnography) was the most obviously
personal and was based upon an explicit engagement with researcher reflexivity,
the three studies that followed (the discourse analysis, the phenomenological study,
and the metasynthesis) were also predicated upon the researcher’s own experience
of being diagnosed with cancer1 and, as such, necessarily shaped by this experi-
ence. Perhaps most importantly, I am aware that the personal motivation that fed
and sustained the investment of time and energy into the research programme was
generated by my own experience.

The Experience of Being Positioned Within Dominant
Cancer Discourses: An Autoethnographic Exploration

Following my own cancer diagnosis with a malignant melanoma in 2007, I became
painfully aware that one of the many challenges of being diagnosed with cancer is
that it requires us to make sense of our changed circumstances and to find meaning
in an unwanted experience whilst being confronted with the meanings that other
people attribute to this experience. My attention was drawn to the power of words
when my own felt sense of myself was changing as a result of being positioned
within cancer discourses. I wrote about my experience in a journal throughout the
process of being diagnosed with cancer and its aftermath, and eventually published
an autoethnographic paper in which I reflect on my experience of the struggle for
meaning within the context of existential uncertainty during this time (see Willig,
2009).

1My own cancer was successfully treated by surgery alone and, therefore, the experience of living
with advanced cancer is not something I have experienced personally. However, my interest in this
experience was informed by my engagement with the possibility of receiving a terminal diagnosis
during the 3-week period that I waited for the results of my first biopsy.
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Autoethnography

Autoethnography is a method of qualitative research that uses the researcher’s
systematic self-reflection through writing to explore the meaning of their own expe-
rience and to make connections between that experience and the wider sociocultural
context within which the experience takes place. According to Ellis, Adams, and
Bochner (2011) ‘autoethnography is an approach to research and writing that seeks
to describe and systematically analyze personal experience in order to understand
cultural experience (…)Aresearcher uses tenets of autobiography and ethnography to
do and write autoethnography. Thus, as a method, autoethnography is both process
and product’ (Abstract, p. 1). Autoethnography requires the researcher to engage
in high levels of researcher reflexivity as they examine their own experience and
its relationship with the various social, cultural and material settings that consti-
tute its context and that, arguably, give rise to it. For a piece of work to qualify as
an autoethnography (as opposed to autobiographical writing or story-telling, for
example), it needs to demonstrate (i) that it is purposefully commenting on (or
critiquing) cultural practices, (ii) that it makes a contribution to the literature in
the field, (iii) that it embraces vulnerability with a purpose, and (iv) that it creates
a reciprocal relationship with audiences in order to compel a response (see Holman
Jones, Adams, & Ellis, 2013, p. 22).

There are different types of autoethnography including analytic autoethnog-
raphy and evocative autoethnography (see Ellingson & Ellis, 2008). The former is
concernedwith developing a theoretical understandingof howexperience is produced
within its social context whereas the latter seeks to have an emotional impact on
readers which has a transformative effect of some kind.

My approach to autoethnography was analytic rather than evocative as my aim
was to better understand and to make sense of an experience which I found deeply
disturbing. Although I also wanted to give expression to my experience and its unset-
tling quality and thereforemake it visible to other people, my primarymotivationwas
to increase my own understanding of how and why my experience had come about.
My approach to autoethnography was characterised by the five characteristics of
analytic autoethnography outlined byAnderson (2006): completemember researcher
status (Iwasmyself diagnosedwith cancer); analytic reflexivity (I attempted to reflect
on my own experience through a critical, social scientific lens); narrative visibility
of the researcher’s self (I write about myself and use quotations from my personal
journal to illustrate analytic insights); dialogue with information beyond the self (I
draw on concepts from existential philosophy and discourse studies to make sense
of my experience); and commitment to an analytic agenda (I aim to increase under-
standing of how and why my experience had come about). Having kept a journal
throughout the process of being diagnosed with cancer, I was able to systematically
review the journal entries that I had made over the course of the experience and
to identify themes that captured the meanings around cancer which I encountered
and grappled with as I tried to find my place in the world as a person with cancer.
I identified themes by highlighting those patterns of meaning around cancer which
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impacted me emotionally and which I reflected on and problematised in my journal
entries. These themes included ‘the hard work involved in the struggle for meaning’,
‘constructions of death as unacceptable’, ‘constructions of cancer as the product
of risky behaviour’ and ‘foregrounding the biochemical processes associated with
cancer’. Each theme will be described and illustrated below.

Theme 1: ‘The Hard Work Involved in the Struggle
for Meaning’

During the course of the experience of being diagnosed with cancer, I became aware
of the hard work involved in constructing and holding on to a ‘serviceable narrative’
which I felt could see me through the experience of confronting my own mortality.
I experienced the struggle for meaning as physically exhausting and observed:

For once, meaning-making – something which had always seemed more or less effortless,
even playful at times- felt like hard physical labour involving my whole body in the struggle
against the black hole of meaninglessness. (Journal entry, cited inWillig, 2009, ibid., p. 183)

The last few days have continued in a similar vein, with me experiencing relatively short
periods of intense anxiety duringwhich I cannot help but hurlmyselfmentally into a projected
future of horror and suffering. At such times I am not in the present but I leap into the future.
It feels like in order to return to ‘the other place’, I need to laboriously swim against the
stream, pulling various parts ofmyself back to the stable (and only ‘real’) point in the present.
Once I have done that and dragged all the parts of me back into the present moment, I can
feel myself relax and settle there (for the time being). (Journal entry, cited in Willig, 2009,
p. 184)

I discovered that the adoption of a stance of acceptance of whatever was going to
happen to me and the attempt to ‘be there’ and engage with whatever life was going
to bring (including death) was helpful in alleviating my anxiety and bringing me a
sense of peace. I wrote:

I realise that the only way I can deal with this is by engaging with the experience and by
confronting my mortality – and not to pretend that it isn’t happening or to try to escape from
it in some way. Attempts to avoid or escape from the experience only increase my anxiety
and the sense of lurking horror. By contrast, the thought of embracing and fully entering this
experience does not. If this is going to happen to me, I want to ‘be there’, and not try to be
somewhere else. (Journal entry, cited in Willig, 2009, p. 184)

However, it was hard to maintain contact with this serviceable narrative and easy to
lose myself in fearful projections and fantasies about my future with cancer. At the
same time, as I was speaking with friends and relatives about my situation I realised
that they had their own ways of making sense of cancer, and that other people’s
constructions of cancer often positioned me in ways that quickly removed my hard-
earned serenity, my fragile sense of being ‘at peace’. It was at this point that I was
really struck by the power of discourse and its ability to determine how I felt about
myself and my situation. I realised that since I was still in the process of trying to
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make sense of what was happening to me, I was particularly vulnerable to being
unsettled by other people’s constructions of meaning and the ways these positioned
me as the person with cancer.

Theme 2: ‘Constructions of Death as Unacceptable’

There were some ways of talking about cancer that I experienced as especially chal-
lenging tomy ownway of givingmeaning tomy situation andwhich Iwas confronted
with repeatedly during the process of being diagnosed with and treated for cancer.
One of these found expression in people reacting to my news by immediately giving
me advice about how to avert the destructive effects of cancer by taking protective
action (such as seeking private medical treatment or changing my diet). Whilst no
doubt well-meant, these pieces of advice and their focus on evading the ‘worst case
scenario’ (i.e. terminal illness) implicitly constructed death as a potential outcome of
my encounterwith cancer as unacceptable and not to be countenanced. This construc-
tion ruled out making peace with the prospect of death as a possible way of engaging
with my situation and, as a result, made the idea of death appear more threatening to
me. I wrote:

I’ve also had a few more thoughts about ‘living towards death’ and how I would want to
do this. I realise how easily other people can impose their own constructions, their sets of
meaning about death, with very painful consequences. For example, I don’t want to think
of my life as a tragic abortion, just because there is an end in sight… I feel that thinking of
death as something like an awful accident that could have been avoided (if the right protective
actions had been taken) somehow devalues the life that still is and will be and which will
finally come to an end in death. (Journal entry, cited in Willig, 2009, p. 185)

Theme 3: ‘Constructions of Cancer as the Product of Risky
Behaviour’

I also encountered a moral construction of cancer which took the form of questions
about my lifestyle (did I smoke, drink, use sun protection, eat a healthy diet?). Here,
people tried to make sense of my diagnosis by identifying a behavioural cause for it.
Implicit in constructing cancer as the outcome of health-related behaviours is that it
is potentially avoidable, a comforting thought for those who still have time to cut out
risky behaviours but not so comforting for those who are made to feel responsible
for inviting cancer into their lives through their own actions. I observed:

My reaction to such questions was (…) a feeling of being used in someone else’s struggle
with the anxiety produced by encountering (someone with) cancer. I was reminded that,
just like me, other people needed to construct a serviceable narrative in the face of anxiety
and uncertainty (…) Understanding this, however, did not stop me from feeling isolated and
excluded from the comfort zones that my questioners constructed for themselves. (Journal
entry, cited in Willig, 2009, pp. 186–187)
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Theme 4: ‘Foregrounding the Biochemical Processes
Associated with Cancer’

Finally, therewas away of talking about cancerwhich foregrounded bodily processes
(such as cell division, the immune system, the process of metastasis) that had the
effect of constructing thepersonwith cancer (in this case,me) as inhabiting adamaged
vessel which was self-destructing and which would take its inhabitant down with it.
Such discourse interfered with my attempts to hold on to a sense of an experiential
self that was whole and undamaged by the biochemical processes that were taking
place at the level of the material body. I noted:

My attempt to hold on to a sense of self that was whole and undamaged meant that I did not
want to talk much about my body and what was happening to/within it. I felt uncomfortable
when people showed a lively interest in biomedical aspects of my experience and wanted to
talk about bodies as objects to be scrutinized. I remember a telephone conversation with a
relative who discoursed about dividing cells, bodily defences and the process of metastasis,
which left me feeling physically sick. (Journal entry, cited in Willig, 2009, p. 186)

My autoethnographic exploration led me to conclude that the emotional impact of
being positioned in widely-used cancer discourses could be significant. Being diag-
nosed with cancer and finding myself in a situation that did not seem to make any
sense, did not fit with the rest of my life, and over which I had little control, I found
that a major effort was required on my part to re-build a sense of meaningfulness
and agency, and to adopt a stance towards the situation that would make it bear-
able for me. In this situation, other people’s comments had a powerful impact as
they offered or even imposed meanings that often challenged or interfered with the
fragile emerging meanings that I was able to construct for myself. I found my own
experience echoed when I came across Stacey’s (1997) cultural study of cancer, a
book in which she explores:

(…) some of the ways in which a person with cancer is subject to, if not bombarded with,
powerful and contradictory discourses about the nature of their illness (…) As well as coping
with the trauma and discomfort/pain of the illness, the person with cancer confronts a host
of beliefs and practices which compete to define the meaning of the illness (…) Part of the
experience of cancer in today’s culture is suddenly confronting this excess of opinion about
the meaning of disease and the logic of the cure. (p. 28)

Mapping the Language of Cancer: An Analysis of Cancer
Discourse

From a social constructionist perspective, the meanings I encountered and grappled
with during my experience of being diagnosed with cancer are constructed from
the discursive resources available within one’s culture. As a qualitative researcher
with an interest in the role of language in shaping experience, I turned my attention
to mapping the language of cancer so as to examine its social and psychological
effects. I wanted to take a closer look at the dominant discourses surrounding cancer
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so that I could identify the discursive positions available to those diagnosed with
cancer and to trace their implications for how cancer may be experienced and lived
with. To this end, I identified recently published research papers concerned with how
cancer is talked about in contemporary English-speaking societies (e.g. Mosher &
Danoff-Burg, 2009; Williams Camus, 2009; Wray, Marcovic, & Manderson, 2007)
as well as books about cancer discourse (e.g. Ehrenreich, 2009; Stacey, 1997), read
them and extracted the authors’ observations about how cancer is talked about and
how such talk may impact on people living with cancer. I then published a paper
reflecting on the social and psychological consequences of being positioned within
dominant cancer discourses (Willig, 2011).

Discourse Analysis

There aremany versions of discourse analysis and the researcher’s choice of approach
to this method will depend upon the research question that is driving the analysis.
In this case, I was concerned with the discursive resources that are made available
to people within a particular cultural and historical context (i.e. English-speaking
Western industrialised countries around the turn of the twenty-first century) and I
wanted to map out the most widely available subject positions for people who have
been diagnosed with cancer. Therefore, I adopted an approach to discourse analysis
that focused on the identification of discourses, defined by Parker (1994, p. 245) as
‘systems of statements that construct objects and an array of subject positions’ (rather
than, for example, focusing on the contextual deployment of discursive strategies
with specific conversational contexts, as seen in versions of conversational analysis
as well as discursive psychology research). In other words, the aim of the analysis
was to provide a systematic overview of the ways in which cancer and people with
cancer are talked about (and, therefore, discursively constructed), and to identify how
such talk positions people with cancer (e.g. as ‘victim’, as ‘survivor’, as ‘fighter’,
etc.). Themethod usedwas informed by analytic guidance provided by Parker (1992)
and Willig (2013). Textual material used to conduct the analysis included published
first-person accounts of cancer experiences, and research papers on the subject. The
selection of textual material was not systematic, and therefore not representative. It
was driven by my interest in how cancer is talked about in contemporary English-
speaking societies; it focused on books and papers that I had come across inmy search
for answers tomyquestions about the relationship between howcancer is talked about
and how it is experienced, a search which had begun with my own cancer diagnosis
in 2007, as outlined in the previous section on autoethnography. The analysis started
from the premise that discourse constructs the objects and subjects of which it speaks.
In particular, it involved scrutiny of the ways in which cancer and people who have
been diagnosed with cancer are being constructed in and through discourse. The
analysis began by delineating prevalent discursive constructions of meaning around
cancer and people with cancer. This was done by identifying distinct interpretative
repertoires used in the accounts. Such repertoires are characterised by the recurrent
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use of terms, expressions, stylistic and grammatical constructions, metaphors and
figures of speech (see Potter &Wetherell, 1987). The use of metaphors constitutes a
particularly powerful way of constructing versions of reality (see Lakoff & Johnson,
1980). The use of a particular repertoire informs the construction of meaning around
the discursive object. For example, people with cancer are often described as ‘victims
of cancer’. Then, the possibilities for action contained within these constructions are
mappedout. For example, the constructionof peoplewith cancer as ‘victims’ suggests
a passive and object-like status. Finally, the analysis examines the consequences of
being positioned within such constructions for a person’s subjective experience of
themselves and the world around them. For example, being positioned as ‘victim’
may produce feelings of helplessness and hopelessness.

Two discursive themes emerged from the analysis: (i) a cultural imperative to
think positively and (ii) cancer as a moral concern. These two themes were derived
from the dominant ways of constructing cancer and people with cancer identified in
the texts, and they trace some of the implications for how cancer may be experienced
when it is framed on the basis of these dominant ways of constructing cancer.

The ‘cultural imperative to think positively’ is based upon a construction of
cancer as a problem that can, and must, be solved. As a result, talk about the possi-
bility of death is constructed as morbid and defeatist and is contrasted with positive
thinkingwhich becomesmandatory and is presented as a healthy response to a cancer
diagnosis.

The imperative to think positively encourages and rewards the construction of
cancer as a ‘wake-up call’ or a ‘gift’ providing the person with cancer with an
opportunity to make a fresh start and live a healthier, more self-aware life. The
‘cultural imperative to think positively’ positions the personwith cancer as ‘survivor’
(rather than ‘patient’ or ‘victim’, for example) and expects the person with cancer to
take responsibility for their health and well-being.

As part of the ‘imperative to think positively’, military metaphors are often
employed which construct cancer as a war that must be fought and that can be
won if fought hard enough and with enough determination. People with cancer are
instructed to ‘fight their cancer’ which is constructed as a formidable enemy who
must be fought by any means necessary. Military metaphors construct the patient’s
body as a battlefield uponwhich the battle between life and death is fought. Positioned
as ‘soldiers in the fight against cancer’ patients are expected to display attributes of
bravery and stoicism, and ‘not giving up’ is valued more highly than any other stance
that might be taken within this context.

This discourse does not allow for the possibility of acceptance because from
within this discourse cancer must be fought, solved or otherwise transformed into
something else that makes it a positive experience. Staying with the experience and
attempting to relate to it as it is experienced (with both its positive and negative
dimensions) is not presented as a legitimate option, and the possibility of death is
not acknowledged as a possible outcome.

For example, Lubbock (2012, pp. 76–77) describes his difficulties in communi-
catingwhat it means to be livingwith terminal cancerwhen his interlocutor is seeking
to give the experience a positive/hopeful inflection:
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I meet someone who thinks I am now better. I explain that the treatment went well, but in
fact I will never be better. Sooner or later I will get worse, and then even worse. It’s very
strange having to live in these spans, waiting at some point for the bad news to come. She
says: I suppose you have to live in the present. I say that it is actually not a very encouraging
thought. (…) the loss of a proper prospect is precisely what you miss – the ‘one day’, the
open future, the possibility of relaxation that gives to life.

The second discursive theme, ‘cancer as amoral concern’, is based upon the construc-
tion of cancer as a disease that is ‘home-grown’ and ‘occasioned by the self’ (Stacey,
1997, p. 175) in that it is caused by the individual’s behaviour and/or their physical
constitution rather than having its cause outside the patient’s body (as is the case,
for example, when the cause of illness is a virus or some damage that is inflicted
upon the body through an external agent). It is, therefore, seen as the result of their
own inner weakness, be it via harmful lifestyles and risky behaviours, an ineffective
immune system, or an unhealthy personality or outlook. A combination of beliefs
about the aetiology of cancer (e.g. that it is the product of spontaneous cell growth
and/or lifestyle and behavioural factors), popular mind-bodymetaphors that resonate
with ‘New Age’ thinking (e.g. the idea that a healthy body is the manifestation of
a healthy mind), and militarised immune system discourse (e.g. constructing the
immune system as the body’s army whose job it is to defend the body against foreign
invasion and which, in the case of cancer, fails in this task, as cancer attacks the body
from within) construct cancer as the product of the cancer patient’s own failings
and/or weakness. Here, the patient is positioned as responsible for their cancer and
is expected to own ‘their cancer’ and learn from their mistakes, ideally by engaging
in some lifestyle changes and moral reform. The cure of ‘their’ cancer, then, also
becomes the patient’s responsibility and, as such, evidence of the success (or other-
wise) of their moral renewal. From within this discourse, dying from cancer consti-
tutes another failure on the part of the patient. For example, Martin’s (2000, p. 36)
comments on her experience of being positioned as responsible for her recovery from
cancer illustrate this:

(…) I often heard strong and sometimes rigid opinions from others about the attitudes of
cancer patients and the how’s and why’s of whether we recover or not. Especially after
metastatic growth it was all too easy for me to dip into an unhealthy level of self-doubt and
confusion instigated by these all-knowing authorities who, for the most part, had not actually
had cancer. Too often I felt guilty because I hadn’t been able to cure myself.

Examining how cancer is constructed through discourse led me to conclude that the
presence of two dominant ways of talking about cancer available in our culture (i.e.
the imperative to think positively about cancer and cancer as a moral concern) can
make life difficult for people who have been diagnosed with cancer. At a time when
a person is confronted with the challenge of finding meaning in their encounter with
cancer, when they are required to adjust or even modify their sense of self (e.g.
by incorporating a stronger awareness of mortality, of physical and/or psycholog-
ical vulnerability or by changing their relationship with their bodies), it can be a
struggle to regain control of the story they can tell about themselves. And yet, the
person with cancer must find a way to talk about their experience which renders
it both meaningful and bearable. At such a time, being positioned in widely used
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cancer discourses can feel disempowering and alienating, especially in situations
where popular constructions of what it means to have cancer do not, in fact, help
to make sense of one’s own actual experience. In particular, the dominance of the
cultural imperative to ‘think positively’ about cancer means that being diagnosed
with advanced (terminal) cancer makes it very difficult to find a meaningful position
within dominant cancer discourse and to find a way of making sense of dying from
cancer. This realisation led me to focus my attention on the experience of living with
advanced cancer.

Living-with-Dying: A Phenomenological Study
of the Experience of Living with Advanced Cancer

Having used autoethnography and discourse analysis to examine how dominant
cancer discourses position those who have been diagnosed with cancer, I was struck
by just how limiting the available repertoires were, particularly for those diagnosed
with advanced forms of the disease. It seemed to me that ‘positive thinking’ and
a preoccupation with a ‘fight against cancer’ do not offer meaningful positions for
people who know that they cannot ‘win’ the fight against their cancer and who may
feel the need to engage with the reality of their own mortality rather than wanting
to focus on ‘positive’ thoughts instead. I wanted to know how people with advanced
cancer made sense of their experience and live with the knowledge that they are
very likely to die from their cancer. The next step in the research programme was,
therefore, to conduct a phenomenological analysis of accounts of the experience of
living with advanced cancer (Willig, 2015a).

Hermeneutic Phenomenology

Phenomenological research is concerned with accessing the meaning and quality
of lived experience from the perspective of those who are undergoing the experi-
ence. There are different types of phenomenological research including descriptive
phenomenology (e.g.Giorgi,Giorgi,&Morely, 2017), interpretative phenomenology
(e.g. Smith et al., 2009), and hermeneutic phenomenology (e.g. Van Manen, 1990)
(see also Langdridge, 2007). These differ in the way they approach data (e.g. a
descriptive versus a more interpretative perspective) and in their aims (e.g. seeking
to explore individual experience in all its complexity, versus seeking to extract an
experiential essence from a series of accounts). The present study opted for an exis-
tentially informed hermeneutic phenomenological analysis (e.g. Van Manen, 1997;
Willig & Billin, 2012) whose aim it is to obtain insight into the ‘structure of the
human lifeworld’ (Van Manen, 1990, p. 101). Existentially informed hermeneutic
phenomenological analysis seeks to make sense of what it means to be human, that
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is to say ‘what it means to live as an embodied being in a (particular) physical and
social world’ (Willig & Billin, 2012, p. 118). Ultimately, this type of phenomeno-
logical analysis is concerned with fundamental human existential concerns such as
the passing of time, our embodied nature (including mortality) and our being-in-the-
world-with-others (see also Ashworth, 2003). Given the research question’s focus
on living with the prospect of one’s own death from cancer occurring in the not-
too-distant future, existentially informed hermeneutic phenomenological analysis
seemed the most appropriate choice.

The study was conducted with two collaborators: Jacqui Farrants (City, Univer-
sity of London) and Catherine Nelson (Maggie’s Cancer Centre, London). Data
was collected on the basis of semi-structured interviews with 10 participants who
were living with advanced (metastatic) cancer. The age range was mid-thirties to
early eighties and all but one participant were female. Interviews were supported by
the use of object elicitation (for more on this method, see Willig, 2017) whereby
interviewees were invited to bring along objects that held special meaning for them
during the current phase of their lives. The objects participants brought included
photographs, books, jewellery, diaries, small household objects, items of clothing
and recordings of music. Participants were invited to talk about each of the objects
they had brought, explaining their meaning and significance and the role that they
played in the participant’s life at the present time. Interviews were conducted in a
quiet room at a Cancer Centre or in the participant’s home. They lasted between one
and two hours and were audio-recorded and later transcribed verbatim.

Each interview transcript was analysed individually before an attempt at an inte-
gration of analytic observations across the ten interviews was made. Following Van
Manen’s (1997) guidance, each transcript was subjected to three readings: a holistic
reading whereby the text and its message as a whole are attended to, a selective
reading whereby segments of the text that appear particularly revealing or significant
are interrogated, and a detailed reading whereby each line of text is examined for
what it reveals about the phenomenon under investigation. The holistic reading gener-
ated insights into the way in which interviewees approached the interview and how
they chose to frame their experience. For example, some participants presented in-
the-moment reflections which touched on some very painful (and often unresolved)
thoughts and feelings, whilst others made it clear that they had arrived at a narrative
which served them well and which they did not wish to unsettle through further
reflection. The selective reading focused on specific features such as repetitions of
certain phrases and formulations (e.g. ‘I can’t understand’; ‘I don’t understand’; ‘I
just don’t understand’) or moments in the interviewee’s account that they identi-
fied as a significant turning point in their experience (e.g. ‘And then all hell broke
loose’). The detailed reading identified the underlying concerns which informed
the various aspects of experience that were being described. For instance, an inter-
viewee’s reflections on their relationship with the future constitute an example of an
underlying concern. In the final phase of the analysis, I compared the results from
the individual analyses and contrasted them with one another to generate tentative
conclusions about how people experience and make sense of living with advanced
cancer. These can be grouped under two theme headings, as follows:
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Theme 1: The Challenge of Having to Engage with Death
Awareness as Something That Cannot Be Sidestepped

Despite there being great variability in the meanings interviewees gave to their expe-
rience as well as the ways in which they spoke about these, all of them acknowledged
that being diagnosed with advanced cancer was something that presented them with
the challenge of how to manage a new death awareness. They all shared a sense of
being confronted with something of enormous significance that could not be ignored
and that required their attention in order to be managed in some way. One of the
participant’s observations: ‘It’s like in my face all the time and the only way is to
turn your head to the other side but it doesn’t last long, you know’ captures this
experience well, as does another participant’s comment: ‘Yes, you’re in it and yes,
you can’t get out of it’. But perhaps the most powerful expression of the experiential
quality of being confronted with the facticity of one’s own mortality is contained in
the following quotation:

You have these strong feelings. And I have to live with that I suppose. I mean as I said I’ve
been very depressed and now I feel like I’m getting out of it but the situation is such that
some days I feel very alone and sad and unable to do anything because the only thing I can
think of is that I’m going to die. And that’s the only certainty that I have. I know we do all
have that and I know people say (…) you could cross the street and be run over by a bus. But
you live your life not thinking about it. I have to deal with it. My bus is here. All the time.

Theme 2: A Changed Relationship with Time

Being confrontedwith the prospect of their own death occurring in the not-too-distant
future unsettled participants’ relationship with the dimension of temporality. They
described how both past and future took on a different meaning as time was running
out. With the loss of a previously presumed future came the need to find meaning in
a present which is not dependent upon long-term plans and assumptions about the
‘normal’ life-course. As one participant noted: ‘What is so difficult to grasp when
you get a diagnosis like this is that the progression of your life isn’t going to happen
in the way that you naturally expect’. The lost connection with an anticipated future
can make it very difficult to find meaning in the present, leading some to describe
how this can ‘take the point out of things’:

One difficulty I have (…) is that a lot of things are pointless because there isn’t a future (…)
I’m not doing things for a future so that can take the point out of things, and an interest in a
way.

At the same time, however, the loss of future prospects enabled an intensification of
experiences of the present moment. Several participants drew attention to the sensual
pleasure of drinking coffee, the joy of being with nature or listening to music, and
they described how sharing experiences with friends and family had become more
meaningful and rewarding since they had received their diagnosis.
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The experience of one’s past, too, can be changed by the loss of the future, and
past events acquire a new significance because they will not be followed by more of
the same. One participant’s reflections on two intimate relationships she has had in
the past illustrate this process very well:

If I think about two men that I loved in my life, my relationship with them (…) is different
because I’m not going to be able to go on and have another man. So somehow they have a
weight (…) in my life, so it’s the weight that changes, you’re not actually changing events
but the weight is changed because there isn’t going to be a future.

Participants described how a changed relationship with the past can generate both
positive and negative experiences. For some the past became a source of regret (e.g.
‘I look at the past with horror’) whilst others took the opportunity to revisit and
celebrate their life story by producing a record of it (e.g. in the form of a photo album
or a book).

In conclusion, the existentially informed hermeneutic phenomenological analysis
of ten participants’ reflections on living with advanced cancer suggests that living
with advanced cancer constitutes a traumatic interruption of one’s familiar way of
being in the world and is experienced as an existential challenge which requires
the individual to find a way of re-configuring their relationship with time and to
find a way of living meaningfully without a presumed future. The results from this
study indicate that the challenge of living with a terminal cancer diagnosis opened
up an experiential space with qualities that were quite different from those that the
research participants had been used to previously and that had characterised their
lived experience of life without advanced cancer. The next question that arose for
me was whether the phenomenon of finding oneself in a different experiential space
was one that was commonly encountered by people with a terminal cancer diagnosis,
rather than perhaps being specific to the group of ten participants we had spoken to.

Integrating the Results from Qualitative Studies of Patients’
Experience of Living with Terminal Cancer:
A Metasynthesis

Due to its commitment to a detailed exploration of meanings, qualitative research
tends to use data from relatively small numbers of participants. This means that it can
be difficult to draw wider conclusions from an individual piece of research. Meta-
synthesis is a methodology that provides us with an opportunity to integrate findings
from several qualitative studies to produce a conceptually more robust account of
the meaning and significance of an experiential phenomenon than would have been
possible on the basis of a single qualitative study alone. This is why I opted for this
approach for the next stage in the study of the lived experience of cancer.
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Metasynthesis

According to Ludvigsen et al. (2016), metasynthesis offers a methodology for
systematically aggregating, integrating and interpreting findings from a collection of
qualitative research reports.

There are a number of different approaches to conducting metasyntheses and
researchers have different views regarding issues such as the ideal number of studies
that should be included in a metasynthesis and the nature of the inclusion/exclusion
criteria for the selection of eligible studies. There are also differences in approach
regarding the extent to which primary findings from individual studies should be
re-interpreted, for example by re-labelling and/or re-grouping themes. The aim of
a metasynthesis can be theory development or it can be to simply bring together
research findings that are pertinent to a particular research question in order to build
a cumulative body of knowledge. Depending on the aim, the researcher’s approach to
the findings reported by the primary studies may differ quite significantly. However,
as Thorne (2015, p. 1348) argues, any metasynthesis should constitute ‘a distinct
piece of scholarly research and not merely an option for organising and displaying
available literature in the field’.

The present metasynthesis was conducted with the help of a research assistant,
Luisa Wirth, who is also co-author on publications reporting the study (Willig &
Wirth, 2017, 2019). The aim of our metasynthesis was to produce a synthesis of
phenomenological studies of the experience of living with terminal cancer so as
to gain a more complete understanding of the parameters of this experience and to
provide a deeper insight into the lived experience of terminally ill cancer patients. The
approach to metasynthesis taken in this research was informed by guidance provided
by Bondas and Hall (2007) and Ludvigsen et al. (2016). The present metasynthesis
aspired to offer novel interpretations of existing findings through their integration
and to facilitate theory development rather than to simply aggregate the results of
existing studies.

We started by selecting 23 qualitative studies of the experience of living with
terminal cancer published between 2011 and 2016 in peer-reviewed English-
language journals. To be selected, a study had to be phenomenological in orientation,
based on semi-structured interviews as a method of data collection, with participants
who were over 18 years of age and aware of their terminal cancer diagnosis. In total,
just over 300 participants’ accounts of their experiences were included in the meta-
synthesis, providing us with amuch larger body of data than we could have generated
ourselves in the time we had available. Participants were between 26 and 92 years
old, and they were living with a wide range of types of cancer (27 in total).

Our analytic procedure started with the production of a summary table of the
results of the primary studies in the form of themes. They were derived by extracting
themes which the authors of the 23 studies themselves had identified in their results
sections as well as by creating our own themes in cases where the authors had
presented their findings in narrative form. The theme labels we ourselves created
sought to capture the experiences described in the narratives. Once completed, our
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summary table contained a total of 151 themes. The next stage involved a process
of integration and interpretation of the themes which was done by allocating each
theme to a theme cluster. Theme clusters were based on shared meanings and were
given labels which captured the shared meanings. This process generated 19 theme
clusters in total.

The final step in the analysis involved a process of ‘clustering the clusters’ so
that overarching experiential concerns could be identified. This was done through
a process of joint reflection and discussion whereby both researchers examined the
thematic content of the 19 theme clusters together, looking for meaningful connec-
tions and relationships between them. This led to the construction of four higher-
order themes: Trauma, Liminality, Holding on to Life and Living with Cancer, thus
capturing the parameters of the experience of living with terminal cancer, as follows:

Trauma captures the catastrophic interruption that a terminal cancer diagnosis
constitutes as it impacts upon all aspects of the patient’s life. This involves an intense
sense of vulnerability and lack of physical and emotional safety and constitutes a
major challenge to a person’s trust in the world, and to its (relative) predictability
and safety.

Liminality captures the experience of inhabiting an experiential space that is inbe-
tween what was and what will be, a kind of twilight zone on the threshold of death
which separates the person from the everyday world where being alive is taken for
granted. It is characterised by an altered relationship with time, and it is not always
experienced as negative as it can also generate new and precious experiences.

Holding on to Life captures the person’s efforts to stay connected to life and to
the living, and to resist being torn away from all that made life meaningful and
worthwhile in the past. Such efforts include fighting the cancer and not giving up on
treatments, focusing on little pleasures in daily life and maintaining a sense of the
future; all these are important ways in which patients hold on to life in the face of
the existential threat that their cancer poses.

Living with Cancer captures the impact of terminal cancer on the patient’s day-to-
day life, including often intensely unpleasant routines and their side effects as well
as the challenges of being a cancer patient in the social world. This can involve a
range of losses including a loss of dignity, a loss of energy, a loss of independence
and a loss of control, but at the same time opens up opportunities for experiencing a
sense of companionship and connection with other cancer patients.

The results from themetasynthesis confirmed that being diagnosed with advanced
cancer opens up distinct experiential spaces which the person needs to learn to
inhabit and find meaning in. To navigate this challenging terrain requires effort and
commitment, demonstrating that patients are active and agentic as they search for
ways in which they can rise to the psychological challenge of living in the face of
death. This shows that suffering is not a passive state but a project in which the person
is actively engaged.
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Conclusion

In this chapter, I have described how my own experience of the distress generated by
a cancer diagnosis provided the motivation to embark upon a research programme of
qualitative research into the experience of living with cancer. Pursuing this research
helped me process and make sense of my own experience, and at the same time,
it offered me an opportunity to explore methodological possibilities for gaining a
deeper understanding of the lived experience of cancer and how this experience
might be brought into being within a particular social context. My choice of methods
was shaped by the evolving questions that emerged, initially from the autoethnog-
raphy and then from each of the consecutive studies. Different methods help the
researcher generate different types of insights by shedding light on the phenomenon
of interest from different angles. A research programme that uses a range of qualita-
tive methods can, arguably, produce a more rounded understanding of a phenomenon
than a mono-method study alone would be able to achieve. This resonates with a
pluralistic approach to qualitative research (e.g. see Frost, 2009) and chimes with its
commitment to generatingmulti-layered understanding(s)which reflect the complex,
multi-faceted nature of human experience. The combination of methods used in the
present research programme facilitates insights into the ways in which subjective
experience is, at least in part, mediated and shaped by available discursive resources,
and at the same time, it draws attention to people’s active engagement with these
resources as they find their own way of finding meaning in their experience. Such a
binocular perspective helps to deepen and broaden our understanding of the expe-
rience of living with cancer, and it addresses the limitations inherent in each of the
methods used. The in-depth focus on one individual’s subjective experience that char-
acterises the autoethnography is complemented by the wider lens applied through
the metasynthesis, whilst the discourse analytic focus on sociocultural situatedness
of experience is complemented by phenomenology’s concern with lived, embodied
experience. Such an approach to research allows us to examine experience in the
light of discourse whilst at the same time paying close attention to experience as it is
lived by those who describe it. It goes some way to addressing ethical concerns about
deconstructing accounts of suffering and the stripping away of the subjective expe-
riential dimensions that a discursive analysis inevitably entails (see Willig, 2015b),
and at the same time it speaks to the sociocultural situatedness of experience which
does not always receive the attention it deserves in phenomenological research (see
Todorova, 2011). It is an approach that can examine how constructions of meaning
around cancer can have a detrimental effect on the quality of life of people who
are living with cancer, and, hopefully, contribute to creating a sociocultural context
within which cancer is talked about in a way that is mindful of the impact of discourse
on experience.
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Chapter 6
Listening for What Is Not Being Said:
Using Discourse Analytic Approaches
in Mental Health Research

Julianna Challenor, Eugenie Georgaca, Rebecca Aloneftis, Nobuhle Dlodlo,
and Helena Curran

Abstract This chapter explores the potential for discourse analytic research to
address the topic of recovering the socially anddiscursively unsaid/unsayable through
research in mental ill-health and distress. Psychological domains of distress, along
with other affective and embodied experiences of the psychosocial subject, some-
times considered as extra-discursive phenomena or outside discourse, can be argued
to create methodological challenges for discursive accounts. Drawing on research
examples, the authors suggest ways in which different domains of unspoken distress
can be discursively theorised. The chapter demonstrates how three different discourse
analytic methods can illuminate which particular ways of knowing and speaking are
left out or omitted from language, and once omissions are identified, investigate how
this happens. This approach to discourse analytic research can suggest in whose
interest it might be that certain discourses or discursive repertoires are not heard,
in other words why it happens, and the effects of the absence for the individuals
concerned. In the first study, Foucauldian Discourse Analysis is used to identify
discourses of employability used by individuals tasked with aiding people back to
work after unemployment. The near-complete absence of discourses of psycholog-
ical distress in professionals’ constructions of their roles and responsibilities towards
their clients is notable and suggests that the possibility for psychosocial distress to
be encountered through working/not working is excluded from current meaning
systems. A second study draws on critical discursive psychology to examine rhetor-
ical moves made by individuals who hear voices when constructing their identity.
Voice hearers appear to have to make a discursive choice to fit with social norms and
avoid stigma. The final example examines women’s accounts of giving birth shared
in groups and on social media, and draws attention to the absence of subjectively
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female discourses elsewhere in the clinical and lay literature to make claims about a
woman’s power, positioning and sense of self in relation to giving birth.

Keywords Discourse analysis ·Mental health · Extra-discursive · Foucauldian
discourse analysis · Critical discursive psychology · Critical psychology · Visual
discourse analysis · Voice hearing · Childbirth · Employability

Introduction

In this chapter, we argue that a discursive approach to research in mental health and
mental distress is important for understanding not only what is being talked about
and how, but also what is not spoken of, or not-said. We are interested in the ways
that discourse analytic approaches can illuminate which particular ways of knowing
and speaking are left out or omitted, and once identified, investigating how this
happens. And finally, this method of research can suggest in whose interest it might
be that certain discourses or discursive repertoires are not heard, in other words why
it happens, and the effects of this absence for the individuals concerned.

Discourse analysis is a qualitativemethod that asks how a particular psychological
or social construct comes to be through being spoken of, written about and enacted,
in everyday interactions as well as in policy and institutional practices. Moreover,
it examines the function of invoking and utilising particular discourses in terms of
normalising types of experience and legitimising forms of knowledge and practice.
It also investigates the effects this has for particular individuals and groups, whose
experiences and practices are defined by these discourses. We would argue that the
same interrogation can be made of what is not spoken of, thought, written about or
enacted. Discourse analysis is suited to identify the gaps in discourse, that which
is not addressed and talked about. Furthermore, it can be used to interrogate how
something is left out of discourse, what processes are implicated, what function
this omission serves and whose interests are being served by it. In other words, we
contend that discourse analysis can be used to examine not only what is not said
but, perhaps most importantly, why certain things are not said, and what function
is served by the absence of alternative ways of speaking, thinking and doing. This
effectively amounts to an investigation of the workings of power in defining reality
and subjectivity. Highlighting the role of power opens up, in turn, possibilities for
resistance, in terms of enabling more varied and empowering ways of defining expe-
rience and constructing subjectivities. In this chapter, we will illustrate what can be
produced in taking this perspective, using three examples of research studies that
use a range of discourse analytic methods to demonstrate how the not-said can be
accounted for.
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Accounting for the Not-Said

In arguing for this dual focus on both what is and what is not said, a question arises
about the status of the not-said. Is the not-said to be considered to be ‘outside’
discourse or perhaps pre-discursive? The status of the not-said is intimately linked
to the ways we theorise the relationship between experience, meaning-making and
discourse.Willig (2017) argues that there are two poles in the theorisation of this rela-
tionship. On the one hand, there are approaches which view experience as primary, as
having an embodied affective basis that pre-exists discourse. From this perspective,
discourse may shape experience through determining how certain experiences can
be talked about and understood, through covering up and constraining, or reversely
foregrounding and amplifying, aspects of lived experience, but does not determine
a phenomenon as it is experienced in its primary affective aspects.

An example of this might be an embodied experience, such as giving birth, or
the emotional experience of psychological distress. This argument proposes that
there are aspects of embodied and affective experience or material realities that
cannot or ought not to be reduced to discourse. Critical realism has been offered as
one way to give an account of an individual’s experience while remaining within
a constructionist framework. From this perspective, distress and other subjective
experiences are conceptualised both as product of discourse and a pre-condition
of existence. Critical realism attempts to account for the ways in which we are
both constituted by discourse and simultaneously exist partly outside it. Drawing on
Bhaskar’s (1989, 2014) work, Sims-Schouten, Riley, andWillig (2007) describe crit-
ical realism’s concept of “a relationship between deep material and social structures
that are not object-like and concrete and that are, therefore, not directly accessible to
the researcher. They can only be known through the phenomena that they generate,
that is to say, their presence can only be deduced from the processes and experi-
ences which they have made possible” (p. 105). Sims-Schouten and Riley (2018)
have developed a method called Critical Realist Discourse Analysis (CRDA) with
the aim of examining how individuals understand and experience their own mental
health problems, founded in this view of a “…stratified model of reality” (p. 2). In
theorising this approach Sims-Schouten and Riley also draw on Wetherell’s (2013)
proposal for a discursive focus on affect.

From this perspective, that which is not talked about may point to some aspect of
embodied experience which is difficult to speak of, perhaps because of the nature of
the experience or because of the limits of language. The not-said may be related to
experiences that are beyond discourse and in this sense point to the pre-discursive or
extra-discursive, that which lies outside discourse. In some cases, this can be seen
to indicate experiences that are so primary they are inaccessible to discourse. In
these cases the not-said can border on the unsayable, pointing to experiences that by
their nature cannot enter discourse. What is left unaddressed in talk may represent
experiences that, for various reasons, have not been put into words.

The other pole, according to Willig (2017), is occupied by a more traditional
social constructionist perspective that sees discourse as primary and as constituting
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all experience. In this conceptualisation, there is no pre-discursive or extra-discursive
experience; experience itself is produced by the action of discourses, which neces-
sarily entail subject positions and thus constitute subjectivities. More generally, from
a social constructionist perspective, material processes and structures, be it bodily,
social or institutional, are always already inextricably interwoven with systems of
meaning, knowledge and practice. From this perspective, that which is not talked
about does not refer to some pre-discursive experience which has not been, or even
cannot be, put intowords, but to something that has been silenced and excluded in and
by discourse. In other words, the not-said is that which is not-permitted, and in this
sense it represents subjugated meanings and knowledges that are actively excluded
from entering discourse and therefore shaping experience. From this perspective,
then, what is left unaddressed in talk may indicate aspects of experience that, for
various reasons, are not allowed to be put into words, and thus to become part of
individuals’ experience.

Subjugated forms of knowledge are linked to the operation of power in relation-
ships between individuals, between individuals and organisations, as well as between
organisations. This approach is founded on Foucault’s (1982) claim that discourse
constitutes experience, or what can be talked about, thought, felt and done. Through
the constraining effects of discourse, power is enacted. When no discourses are
available to talk about an experience, this experience cannot be had and therefore
remains unaddressed. In the field of mental health, social constructionist approaches
have argued that mental distress is to a large extent due to the operation of domi-
nant discourses, mainly deriving from the biomedical model, which conceptualises
distress as an illness, an effect of bodily dysfunction, and in this way precludes other,
potentially more meaningful and empowering understandings of distress that indi-
viduals can draw upon to make sense of and manage their experiences (see, e.g.,
Cromby & Harper, 2009). Taking this stance further, postmodern, systemic, narra-
tive and other social constructionist inspired therapy approaches have argued that
the direction of therapy is towards deconstructing the dominance of the biomedical
discourse and facilitating the development and utilisation by the therapy clients of
other discourses that can render distressing experiences meaningful and manageable
(Smoliak & Strong, 2018).

Regardless of whether they posit the existence of pre- or extra-discursive experi-
ence, both theoretical perspectives on the relation between experience and discourse
view discourse as crucial in shaping experience. According to both, experiences that
are considered to be psychological are filtered through a discursive lens in order to
have meaning. Even if an experience exists on some level that is pre-discursive, the
forms that the experience can take are discursively constructed. In mental distress,
a raw sense of suffering is channelled and takes different forms through socially
available systems of meaning. Discourse transforms a raw embodied state into a
fully experienced phenomenon, and with this transformation power can be exer-
cised to actively shape human experience through the dominant discourses available.
Foucault’s (1980) concept of power/knowledge underpins this account of subjec-
tivity. An individual’s account of themselves, their ‘truth’, is historically constituted,
and accordingly constituted throughpower relations. From this perspective, discourse



6 Listening for What Is Not Being Said … 109

is a system for representing knowledge at particular historical, social and cultural
points. Accordingly, identifying where and how individuals are subjected to power
in the form of knowledge and the way they respond to it is central to discourse
analytic methods. The process becomes one of uncovering how through discourses
individuals can be positioned by language and knowledge regimes inways that shape,
constrain, and in some cases, exclude something central to the individual’s subjective
experience that, if acknowledged, would present opportunities for resistance.

We contend that attending to what is not said, what is left unspoken, is important
in this attempt to highlight the effects of power and the way in which the mental
health of individuals is constructed, as it points to aspects of experience that cannot
be talked about, made sense of and ultimately fully experienced. The not-said refers
directly to the constraining operation of power, to the aspects of meaning-making
and experience that are inaccessible to speaking beings and unavailable to them to
use in order to understand and manage their experiences. In this sense, attending
to the gaps in talk, identifying what is not addressed, can be argued to be a more
direct route into discursively investigating the operation of power than analysing
the discursive constitution of subjectivity through dominant discourses. We certainly
want to suggest that identifyingwhat is not talked about and interrogating its functions
and effects is a valuable part of discursive analysis, especially for those adoptingmore
critical approaches that seek to address issues of power and resistance.

In what follows, we provide three examples of such discursive work, discuss the
ways inwhich in each case the exploration of the not-said enhances our understanding
of power, and in this way showcase the usefulness of this approach. Each study uses
different versions of discourse analysis, and in doing so illustrates the flexibility of
the method. The versions are Foucauldian Discourse Analysis (Willig, 2013), critical
discursive analysis (Edley, 2001; Wetherell, 1998) and Machin and van Leeuwen’s
(2016) approach to analysing different modes of discourse, in this case, images on
social media. A university ethics committee approved all of the studies.

In the first, which examines the discourse of professionals, wewill show howwhat
is left out of the construction of clients serves the interests of creating a legitimate
professional identity, and in the course of doing so closes down, or neglects, important
discourses and subject positions that clients can draw on. In the other two studies,
with voice hearers and women after giving birth, we examine the effects of dominant
discourses on experience. In these, what is not said reflects aspects of experience that
are excluded by dominant discourses of voice hearing and giving birth, respectively.
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Study One: Silencing Aspects of Experience in the Service
of Constructing Professional Identity

In keeping with a focus on action orientation and context, an important part of
analysing that which is not-said is examining its function. A first step is interro-
gating who articulates the text and in what interactional, institutional and socio-
cultural context it is produced. An example of this is research by Dlodlo (2018).
She interviewed five leaders of British social enterprises who were participating in
programmes designed to enhance employability of clients at risk of social exclusion.
A semi-structured interview schedule focused on how they constructed employ-
ability for their clients, who were unemployed individuals belonging to various
vulnerable social groups. Of the five participants that took part in the study, four
were white men, and one was a white female. Their unemployed clients had expe-
rienced issues with mental health or had physical and learning disabilities. One
organisation worked with young homeless people. All but one had direct links with
governmental organisations such as the Job Centre and IAPT (an NHSmental health
provider; Improving Access to Psychological Therapies). The participants’ organi-
sations worked with clients on employment-related tasks such as Curriculum Vitae
(CV) writing, interview preparation, coaching, job searches and placements.

Analytic Procedure

The transcripts of five interviews were analysed using Foucauldian Discourse Anal-
ysis. Willig’s (2015) 6-step method was used, as it permits an exploration of what
is considered pertinent to understanding the issues that are key to a Foucauldian
approach to discourse analysis. Willig (2015) offers a detailed description of what
each of the 6 steps asks of the data, and a simplified description is presented here to
reflect the questions asked at each stage of analysis:

1. Discursive constructions: Identifying the different ways the discursive object
of employability is constructed using language, including references to its
determinants and effects.

2. Discourses: What are the wider discourses within which the various discursive
constructions of employability can be situated?

3. Action Orientation: When is the discourse being used and to what purpose?
What function is being fulfilled, or what may be gained through constructing the
employability in a particular way?

4. Subject positioning: What rights and duties are ascribed to different subjects
through the use of the discourse? Taking up a subject position within discourse
offers a position fromwhich to speak and act, and positioning others in discourse
has implications for what these others are expected to do and say. Positioning
also determines whether and how subjects can exercise power in relationships
with each other.
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5. Practice: What can be said and done from those positions? How do the discur-
sive constructions allow or disallow opportunities to act and make particular
practices possible?

6. Subjectivity:What can be thought, felt and experienced from the subject positions
that have been identified in the earlier stage? This final stage of the analysis can
only make tentative claims.

Results

We will describe the discourses with which participants construct employability for
their clients, and consider what is left out of these constructions, together with the
implications.

Neo-Liberalism as a Meta-Discourse

A neo-liberal discourse was identified as the dominant framework for
constructing employability. Neo-liberalism interacted with all the other discourses
and was considered to be a meta-discourse or a larger discursive framework, within
which the participants’ use of various discourses could be contextualised. Within
this larger discursive framework of neo-liberalism, discourses were divided into two
categories. The first constructed employability as an internal state attributable to the
aspirational neo-liberal citizen. According to these constructions, intrinsic employ-
ability can be optimised within particular contexts. However, the barriers faced by
clients challenged assumptions of the “citizen”, or employable individual, and the
participants’ talk illustrated some resistance to these assumptions.

Yet, even as these assumptions were resisted, neo-liberalism remained relevant as
a meta-discourse. It informed participants’ use of the second discursive category, of
paternalism, which was a way for them to resist some punitive aspects of neo-liberal
citizenship discourses. Neo-liberal paternalistic discourses offered participants a
way to accommodate their clients’ vulnerabilities, whereas neo-liberal discourses
of citizenship failed to do so (Fig. 6.1).

Neo-Liberal Discourses of Citizenship

Kock and Villadsen (2015) argue that citizenship is both a discourse and a mech-
anism by which discourse is enacted and in this study it interacted with all the
discourses presented in the first category to shore up certain assumptions of the
employable individual. According to Woolford and Nelund (2013), the neo-liberal
citizen is active, and typically that is taken to mean employed. They are able to
manage risks as an actuarial subject and are capable of self-management and priva-
tised responsibility. Importantly, given the client group that the participants support,
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Fig. 6.1 Relationships between discourses

neo-liberal citizens are not reliant on government or social services for survival
but are instead autonomous, self-reliant and empowered. Finally, the neo-liberal
citizen is entrepreneurial in their ability to maximise personal interests (Woolford
& Nelund, 2013). Participants constructed fostering these capacities as their main
objective, suggesting that the main requirement for the employable individual is
to be able to draw out some internalised sense of their own abilities. Participants
talk about their role as helping clients to position themselves within society among
other self-esteeming citizens, which will lead to the actualisation of the clients’ own
employability.

I wrote an article for the History of Employability professionals last year that really said you
can only really do one thing with an unemployed person, increase their levels of self -efficacy
around job searching and the job they want to do. Because if you don’t address self -efficacy,
you are forever pushing a person up a hill and the moment you let go, they are gonna roll
back down again. (Christopher)

Humanistic/Economic Discourse of Resourcefulness

Within this discourse of neo-liberal citizenship, employability is also constructed to
include an individual’s intrinsic capacity to be economically productive, and this is
combined with an assumption that growth is ultimately fulfilling for the individual.
The discourse of self-actualisation comes from humanistic theory in psychology, and
claims that all human beings possess an innate drive towards growth. Constructions of
employability here suggest an innate propensity in individuals towards employment.
Anychallenges that emerge around an individual’s capacity towork are constructed as
functions of inefficient, ill-suited, non-optimising working environments or barriers
that can be overcome. Overcoming these challenges is described as a function of
economically rational perspective taking.

All the evidence shows that clearly people are better off whilst at work than being out of
work and that the majority of barriers to support people to go back to work can be overcome.
(Adrian)
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Many times, they will consider something an obstacle, “I’m just a victim, a passive victim
to it.” When actually, when we talk to them about it, we can get them to see that it’s actually
a barrier and if we do something about it, we can get rid of it forever. (Christopher)

Here is an assumption that the employable individual or citizen is able to optimise
their humanistic and economic ‘resourcefulness’ to eliminate employment barriers
altogether. However, the sociopolitical factors, which exist outside of the individual,
are not acknowledged as potentially complicating employment outcomes. Actual
employment outcomes are of limited interest when the individual’s employability is
emphasised in this way.

Evolutionary Discourse of Adaptability

The discourse of ‘adaptability’ implies that a challenging environment can be valu-
able, because it stimulates an individual’s ability to adapt their employability and to
develop, in the form of gaining employment and career progression.

First and foremost, we look at the circumstantial side and say “Let’s see if we can help this
person have a lifestyle that is compatible with work”. […] This is my 20th year of being
in the employment sector. I fell into the sector through having a nervous breakdown. Saw
a psychiatrist for some months and ended up staring at the walls 20 hours a day at home.
Started claiming employment benefits… (Christopher)

Participants position statutory settings likemental health hospitals and JobCentres
as insufficiently stimulating or even stifling. Adaptability, and therefore employa-
bility, is constructed to facilitate economically rational choices about what one feels
and does in a given environment. This use of language suggests that adaptability
involves the ‘rational’ management of emotions according to the demands of the
environment.

So what our guys do is a lot of work on challenging attitudes and behaviours, modelling
the attitudes and behaviours […]. To be able to switch an attitude on in an appropriate
environment and go back to normal self when out of that environment…that’s really vital for
me […] being able to help choose the attitude they show in awork environment. (Christopher)

Neo-Liberal Discourses of Paternalism

The neo-liberal meta-discourse permitted participants to uphold the expectations of
neo-liberal citizenship, while using neo-liberal paternalistic discourses to accom-
modate their clients’ dependence. Kettl (2006) demonstrates the ways in which neo-
liberal paternalism is enacted through social entrepreneurs, such as the participants of
this research study. The aim of neo-liberal paternalism, as Suvarierol (2015) writes,
is to create citizen-workers through civic integration via mechanisms insistent upon
the internalisation of moral codes that favour one’s participation as an employed,
active agent in a redefined community.
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A Paternalistic Discourse of Philanthropy

This is arguably one of the seminal discourses available to social enterprises posi-
tioned as responding to social problems. Dean (2007) states, “…the essential nature
of philanthropy is paternalism” (p. 4). Within this discourse, the philanthropist is
a judge, mediator and pastoral carer for the poor. They take on responsibility for
the poor individual’s morality, in the service of larger societal goals of ensuring the
individual’s capacity for self-policing.

Often it takes me to be in a meeting with him and either talk for him or say “Look, he’s
not an angry guy. He gets really worked up, he is in a really difficult financial situation and
he’s fallen into a bit of bad luck et cetera”. But if I wasn’t there for that…dunno…he would
probably get arrested, barred from places or whatever it might be, but no one knows why he
is like that. I know why he is like that and there are reasons why he is like that. But no one
else has that relationship, so they just see him as an angry guy. (James)

Morality is key within this discourse, and participants take up a position of the
moral, uniquely perceptive philanthropist. Without this benevolent oversight, their
clients are positioned as unable to manage expected behaviour independently. The
client’s moral and social dependence is maintained by their persistent employment
needs, which in this use of language is suggestive of moral needs. This permits a
measure of social control for those who are yet to internalise the desired moral codes.

Social Capital Discourse of Social Esteem

Finally, employability is constructed as a product of socialisation to the surrounding
society and to people. The client is encouraged to generate social capital by engaging
in multiple, esteeming, socialising relationships. However, the paternalistic relation-
ship that the client shares with the participant remains the most important. In it the
client is intimately positioned to be seen and to see the world specifically through
the provider’s eyes. This is argued to be vital to triggering that initial generation of
social capital.

Offering things like doing the football and doing other sports and the trapeze and the drama
is a way of engaging with them and not actually putting employment straight away to them
but actually about saying “Listen, try it and see how you feel”, get that relationship going. So
it’s about starting to build a relationship so that eventually they feel better about themselves
and feel that they can actually take on people…and take on…because it’s quite a very…it’s
a very hard journey for anyone who’s not worked for a number of years to suddenly feel like
they can get a job again. (Richard)

The participants contrasted their socially esteeming, paternalistic relationship
with the distant, though similarly paternalistic, relationships they understand other
‘blinded’ expert professionals to share with the clients. They construct institutional
practices, such as Psychiatry or JobCentres, as pathologising, isolating and censuring
the individual, thus limiting their potential social capital. The ‘expert’s’ insulated
subjectivity does not allow them to demonstrate the degrees of engagement and
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encouragement that facilitate ‘social esteem’ or favourable socialisation. The expert
does not build social capital. They cannot accommodate the informality, and therefore
freedom, that neo-liberalism espouses.

There is, there is documented evidence that the average level of expectations of clinical
workers, uh, not all, obviously, you can’t generalize, but the more severe and enduring, um,
diagnoses, category of illnesses, that they work with, typically the lower expectations are
in terms of work and recovery…Why would a psychiatrist, who only ever sees people on a
ward, have any idea of what they are capable of achieving at work…Whereas to have people
who see it from the other side and are conscious of the work side of managing mental health,
as opposed to the clinical and the, um, incarceration, and the in-patient aspect of it. (Adrian)

Discussion

Drawing upon neo-liberal discourses, study participants constructed employability
for their clients via the culturally dominant image of the ‘homo economicus’,
excluding any psychological and mental health concerns that the clients might have.
They constructed the process of helping their clients through notions of disadvantage
or deficit rather than vulnerability or distress. In the broader sociocultural imagi-
nary employability is treated as an individual characteristic, and unemployment is
linked to individual psychological vulnerabilities. This view is reinforced by the
appointment of counsellors in UK government Job Centres. The question of why
these study participants systematically exclude psychological, emotional and mental
health issues from their depiction of employability therefore becomes particularly
pertinent.

From a discursive perspective, we would focus on the function that this omission
has for participants and their clients, andwewould start by examiningwho articulated
this discourse and what subject position they construct for themselves. If we take into
account that the research participants are social entrepreneurs, leaders of social enter-
prises, it is no surprise that they foreground a neo-liberal ideal of people as individual
entrepreneurs seeking self-improvement through calculated actions, and portray the
obstacles to employability in terms of social disadvantage that hinders the process
of self-improvement and socioeconomic ascent. In this way, the study participants
construct their clients as in need of enhancing their entrepreneurial skills and thus
legitimise their own professional identity. It may be hypothesised that if the research
participants were employment counsellors, they would foreground psychological
and mental health discourses and instead silence entrepreneurial and socioeconomic
aspects, when discussing the employability of their clients.

Most discourse analytic research of mental health professional perspectives has
focused on the discursive strategies through which professionals account for their
practices of assessment, diagnosis and treatment. These studies have shown that,
when professionals are called upon to account for their practice in a research study,
they actively develop strategies of legitimation of their actions, through evoking
expertise andmobilising dominant discourses in order to pathologise their clients and
naturalise their actions (Liebert & Gavey, 2009; Stevens & Harper, 2007). In other
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words, mental health professionals actively construct their identity through legit-
imising their knowledges and practices (Georgaca, 2013). Systematically silencing
understandings of their clients that do not fit in with their professional role seems
to be one more of the strategies that professionals have at their disposal. We would
argue, in conclusion, that when studying professional discourse, investigatingwhat is
left out can shed light on the construction and legitimation of professional identities.
Excluding aspects of client experience and identity, apart from shaping professional
identities, has repercussions for clients. We will address this more directly below.

Study Two: Dominant Discourses and the Construction
of a Mentally Disordered Identity

While discourse analytic studies examining the talk of mental health professionals
tend to focus on the discursive strategies of accounting for professional practices
and legitimising a professional identity, studies examining client perspectives tend to
investigate the discursive resources that clients draw upon to understand their distress
and the effects of these discourses on their experience and identity (Georgaca, 2014).
In this second example, Aloneftis (2017) examined the ways in which individuals
who hear voices make sense of the voice hearing experience and the effects of this
experience on their identity. The eight participants were all members of the UK
Hearing Voices Network (HVN), an organisation that takes a pluralistic approach to
understanding the phenomenon of voice hearing. Seven females and one male, aged
between 19 and 20 years, and who identified as voice hearers were interviewed.

The study illustrates how individuals who hear voices get caught up in a dilemma
in which they must denounce or disavow important aspects of their experience in
order to claim a socially acceptable and valued identity. The subjective experience of
distress is explicitly linked here with identity constructions and power relationships
in every day and institutional settings.

Analytic Procedure

The discursive approach in this study operates on the assumption that language has
a performative function. It is where identity work occurs and due to this an analysis
of discourse is a useful method for investigating identity construction (Benwell &
Stokoe, 2006). Moreover, adopting a discursive perspective enables researchers to
critically examine the power implications of particular identity constructions and the
ways in which these are reinforced by institutions and practices (Parker, 2002).

This study draws upon Davies and Harré’s (1990) theory of positioning, which
is helpful for the examination of the active role the individual plays in choosing
between the discourses available to them. Positioning theory was used in the analysis
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to identify how participants positioned themselves within available discourses of
voice hearing and with what consequence for identity construction. However, this is
a cyclical process, because discourses have an impact on individuals and practices,
and conversely the way that participants position themselves serves to reinforce or
undermine discourses (Sims-Schouten et al., 2007). Critical discursive psychology
is therefore both agentic and deterministic (Burr, 2015). Despite individuals being
determined by discourse, they are also considered to be creative actors in the way
they deploy language and construct accounts to accomplish a purpose (Edley, 2001).
It is in this positioning within available discourses that identity work occurs (Davies
& Harré, 1990).

The study sought to address the following research questions: How do people who
hear voices talk about their experiences?What resources in the social domain do they
draw upon to negotiate this identity?What are the consequences for the way in which
this identity is negotiated? The critical discursive method used here entails a dual
analytic focus, combining conversation analysis and post-structuralism (Billig et al.,
1988; Edley, 2001; Wetherell, 1998). A micro-level analysis of the action orientation
of participants’ talk looked at what participants tried to accomplish in interaction.
This stage of the analysis examined the discursive strategies that participants utilised,
the rhetorical devices they drew upon to support their discursive strategies, the inter-
pretative repertoires (common ways of talking about things formed by shared social
consensus) employed, the ideological dilemmas (deliberations, contradictions and
inconsistencies in talk) posed and the subject positions (how participants positioned
themselves in discourse) used to do identity work.

The macro-level of analysis looked at the wider discourses that participants drew
upon to construct the experience of hearing voices, attempting to locate the discursive
constructionswithout losing the action orientation of talk. This level of analysis seeks
to address power implications and address questions such as: What possibilities of
action do the identified discourses enable? Whose interests are being served by the
prevailing definitions of voice hearing? What is the relationship between discourse
and practice? And how are these discourses and practices maintained, resisted or
transformed? (Willig, 2013).

Results

Participants used two types of interpretative repertoires to construct the experience
of hearing voices. Each of them was pursued through different discursive strategies
(Fig. 6.2).

Of interest is the polarity of these constructions, whichwas observed both between
interviews and within the same interview. We take these polarities to reflect the
dilemmatic nature of talk, illustrating that what participants are trying to accomplish
with their talk is dependent on both the immediate interactional and the broader
sociocultural context. In this study, it was useful to explore the differential identity
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Fig. 6.2 Interpretative repertoires and discursive strategies of voice hearers

constructions found in thematerial through the concept of negative and positive iden-
tity construction (Bucholtz, 2009), as well as by examining the orientation of identity
construction in relation to the in-group or the out-group (Wetherell & Edley, 2009).
Negative identity practices are employed where individuals want to distance them-
selves from a rejected identity and emphasise identity as an intergroup phenomenon,
whereas positive identity practices actively construct a chosen socially valued identity
and thus emphasise the intragroup aspects of social identity (Bucholtz, 2009).

By drawing on the interpretative repertoire of voice hearing as a difficult and
distressing experience, participants created a division between themselves and non-
voice hearing populations throughmaximising difference in terms of their distressing
experience. The construction of voice hearing as a distressing experience exemplifies
negative identity practices, because participants seek to define what voice hearers
are not by rejecting pathological notions of voice hearing and distancing themselves
from negative constructions in the social domain. This repertoire is associated with
discourses of pathology and is why, when using it, participants oriented towards
avoiding being positioned by others as ‘mental patients’within biomedical discourses
of psychopathology.

With the second repertoire of voice hearing as a ‘normal’ experience, participants
used rhetorical devices to normalise the experience of hearing voices and in doing
so attempted to achieve a greater level of proximity with the rest of the population.
With this interpretative repertoire, participants minimised difference by constructing
their experience as ordinary. This was an example of positive identity construction,
whereby participants attempted to disclaim any relation to the dominant discourses
of pathology that might be ascribed to them through building up their credentials as
‘normal’ people.

Voice Hearing Constructed as a Difficult and Distressing Experience

Disclaiming

Participants adopted this strategy to disclaim pathological constructions of voice
hearing in the social domain, when they perceived their identity to be under threat,
for example when voice hearing was associated with pathological labels and notions
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of dangerousness. In this strategy, participants overtly rejected pathologising assump-
tions linked to voice hearing. Thus, throughminimising the pathological associations
to voice hearing, they tried to recover a valued identity as voice hearers.

The three areas that they look upon is, one is just general prejudice, you’re mad, you’re
crazy, you’re bad. The other area is basically in some respects it’s your fault that you’ve
suffered it and the other respect is in some warped sense, you must be weak in some respect
or suffered a breakdown. And that’s absolute rubbish on all three fronts. (Jack)

Through using a three-part list (“you’re mad, you’re crazy, you’re bad”) and
extreme case formulation (“absolute rubbish”), Jack initially articulates and then
strongly rejects the negative, pathologising attributions that he sees as socially
ascribed to voice hearers.

Blaming

This strategy apportions blame to others—the media, institutions, health profes-
sionals, pharmaceutical companies—for negative constructions of voice hearing in
the social domain. This is not simply an attempt to reject pathological notions of voice
hearing, as with the previous strategy. This strategy goes further in seeking respon-
sibility for these presumably unfounded negative attributions. Apart from implic-
itly reinforcing the claim to the falsity of these attributions, this strategy serves
to construct voice hearers as honourable moral agents, who are wronged by the
misguided representations of others. Here, participants construct their identity in
relation to what they are not and in direct comparison with others, who are positioned
as not understanding and not knowing.

Society in general and the media. I think the media more than anything. The media, maybe
psychiatry a little, drug companies. I usually blame drug companies for most things. But
actually more than psychiatry or the pharmaceutical industry is the media, and you know
it’s the media for so many things, but it is, you know, this kind of need to print shocking scary
things because that’s what people want to read. And then print them in a really ill-informed
way and report them in an ill-informed way, like every time something awful happens, there’s
like a query about whether the person who did it had mental health problems. (Neve)

I don’t think they would have people cycling in and out of hospital if they would stop putting
this as a “Oh it’s a pathology”, “oh you’re nuts” that kind of thing. Ah, “I really must keep
you away from society, because you’re a bit of an embarrassment”. (Zoe)

Neve uses repetition (“you know”), generalisation (“every time something awful
happens”) and extreme case formulation (“shocking scary things”, “really ill-
informed”) to maximise the impact of her claims that, more than “psychiatry”, “the
pharmaceutical industry” and “society in general”, “the media” is responsible for the
disastrous circulation of negative stereotypes regarding individuals inmental distress.
Zoe voices in direct speech the exaggerated and misguided claims that people in
general (“they”) make when talking to people with mental health difficulties.
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Justifying

Participants also repeatedly justify the mental state and actions of themselves or
others, when confronted with pathological constructions of voice hearing. In this
way, they distance themselves from negative constructions of voice hearing though
explaining how they have come about and why they do not conform to available
constructions.

My brother said “Yea well everything you say when you’re unwell is all gobbledygook”. And
that really, really hurt. Because it was like, you know, “I’m maybe unbalanced and not, and
confused and not remember things, but it’s still, I’m still me?” And to scrub out everything
I’m about when I was showing those symptoms is very hurtful. (Angie)

I have been abusive myself and people have kept out of the way from me. But the thing is
I’m more frightened of them, than they are of me really. That’s what we want to get the
voice across, because all you hear about in the papers is “Paranoid schizophrenic, stabbed
somebody”, and so on and so forth and been arrested and they’re usually down on the ground
or something being manhandled by the police. And it’s probably the voices telling them to
do it. And they’re more frightened of the police than anybody needs to be frightened of them.
Cause I’ve been known to carry a knife but I didn’t know that I was doing it. Do you know
what I mean? Afterwards someone’s told me and I couldn’t believe it was me. It’s like you’re
a different person, but you’re very frightened. Cause hearing voices is frightening. (Anna)

Angie recounts an episode in which, faced with her brother’s accusation that in
periods of crisis she does not make sense, she reformulated her mental state as being
“unbalanced”, “confused” and “not remembering things” and argued that it is a
state of mind that expresses aspects of her being (“what I am about”) that should be
understood and respected.Anna attributes both her and other voice hearers’ “abusive”
behaviour to the experience of hearing voices, which affects their state of mind.
Moreover, she indirectly attributes some extreme reactions of voice hearers to their
fear, caused by the voices and by other people overreacting to their altered state of
mind and aggressive conduct.

Voice Hearing Constructed as a Normal, Ordinary Experience

The discursive strategies employed to construct voice hearing as a normal and ordi-
nary experience resulted in normalised accounts that minimised and reframed patho-
logical notions of this experience. These are positive identity practices, because they
seek to delineate what voice hearers are like, through asserting their proximity with
the rest of the population, and thus ascribing to them the socially valuable identity
of a ‘normal’ person.
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Reframing

Reframing involves restating a situation so that it may be perceived in a new light.
Wherever possible, participants attempt to reframe their experiences in ways that
allows for a less problematic identity, for example, by constructing themselves as
atypical members of pathological categories relating to the experience of hearing
voices. The discursive strategy of reframing allowed participants to distance them-
selves from a position that is potentially problematic and particularly one that does
not enable possibilities for action.

My voices have been more compassionate and reasoning and helpful as such on occasions,
but I tend to be the exception to the case there, whereas most of the group their voices can
be at times distressing, dark, aggressive, and cause them quite some distress. (Jack)

Well, a psychiatrist explained to me years ago, that because I could recognise my halluci-
nations as hallucinations they weren’t true psychosis. Now I get delusions, which I believe
are true. I don’t see them as delusions, so if somebody, psychiatrists, wants to argue they are
delusions, I would debate that with him or her. So, they could say I’m psychotic on that. But
the hallucinations, I can see as hallucinations, so they’re called a pseudo psychosis, not a
total psychosis. (Lauren)

In the extracts above participants stress the difference of their experience from
what is constructed as a ‘typical’ experience of hearing voices. They thus construct
themselves as atypical members of the mental health diagnosis of schizophrenia or
psychosis, repudiating the implied category entitlement.

Normalising

Participants used this discursive strategy to construct the experience of hearing
voices as an ordinary experience. This strategy reduces perception of difference
and otherness by establishing a degree of proximity with the rest of the population.

Well, it is normal but it’s not seen that way, I don’t think, by other people. [R: How do you
think it is seen by others?] …Either it’s scary cause you might be dangerous or it’s scary
cause it’s completely weird and people just can’t understand what I’d be like, so they’re just
kinda like “I can’t relate the inside of my head to the inside of your head”, which is really
bizarre, cause the inside of my head works in a similar way to well everyone, the inside of
everyone’s head is pretty weird. And whenever you find out something about somebody’s
ways of thinking or beliefs and things, you’re like “What? It doesn’t make any sense!” So,
everyone’s different and weird and I don’t think it, you know, I relate it quite often to my
voices, are quite often troublesome to me in the night? That, you know, If I’m stressed they’ll
wake me up at like 3 in the morning, and kind of make lots of noise, but I know from other
people that don’t hear voices, that when they’re stressed they wake up at 3 o’clock in the
morning with their thoughts racing round in their heads. And that’s completely normal. And
I’m like “Well it’s not so different from that! It’s just like my body and my brain reacting to
the fact that I’m stressed and disrupting my sleep. And for you it’s your thoughts, for me it’s
the voices”. (Neve)

Neve uses extreme case formulation (“completely weird”), direct speech quotes
and generalisation (“everyone’s different and weird”) to construct an argument that
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her voice hearing experiences are more similar to other ‘normal’ experiences than
others would be willing to acknowledge. She also uses personal footing, presenting
her own experience and comparing it to that of others around her, in order to ground
her claims to personal knowledge and experience.

Trivialising

Participants use this discursive strategy to minimise the distress they experience.
These constructions allow participants to remain in control, save face and reassure
others.One of the strategies adopted is to use humour to copewith difficulty (Gelkopf,
2011). The alternativewouldmeanparticipants having to acknowledge the sometimes
very distressing and severe consequences that the experience entails for themselves
and others.

One of my ways of kinda coping with things that have happened that have been really
difficult, and this is my family’s way of coping with everything, is with humour. So I’ve got
like a collection of kind of hilarious stories about things that have happened when I’ve
been in hospital, because hospital’s been horrendously traumatic…but usually a few things
happened that are quite funny, and they’re particularly funny if it’s something silly that I’ve
done, cause I like making fun of myself so I’ll maybe say to somebody “Oh like that time
when I was in hospital and dadadadada happened” and then they’ll laugh and someone
might be like “Oh! what hospital were you in?” or something, and then I’ll like make light
of it. (Neve)

Here, Neve uses direct quotes, extreme case formulation (“horrendously trau-
matic”), repetition and vague expressions (“kind of ”, “like a”) to describe her
deliberate use of humour to trivialise distressing situations and experiences.

Discussion

This study examines the effect of dominant discourses of voice hearing andpsychosis,
both lay and professional, on the identity construction of people who hear voices. It
demonstrates that voice hearers are very aware of these discourses and are active in
managing their positioning with respect to them. This is in line with other discourse
analytic studies of mental health service users diagnosed with psychosis (Benson
et al., 2003; Harper, 1995). Faced with the position of being severely mentally
disturbed and potentially dangerous to themselves and others implicated in the diag-
nosis of a severe mental disorder, they can either accept it, with all the repercussions
this has for their identity, or reject it and adopt a ‘normal’ subject position (Georgaca,
2004). The polarity between pathology and normality constructed by the dominant
biomedical discourse of mental illness leaves no room for any position other than
being ‘mentally ill’ or ‘being normal’. The price of adopting the ‘being normal’
position is to deny the strangeness of voice hearing and to silence the distressing and
disturbing aspects of this experience, as well as other psychotic experiences. There is
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no possibility of acknowledging, making sense of, and attempting to manage bizarre
and disturbing experienceswithout adopting an unwanted pathological identity. Safe-
guarding a positive ‘normal’ identity implies rejecting the disturbing aspects of one’s
experience, leaving no possibility to acknowledge and deal with them. We see here
the operation of power in the form of dominant discourses forcing individuals caught
up within them into particular binaries of subject positions, which end up silencing,
excluding and leaving unaccounted for significant aspects of their experience. Here,
paying attention to what is left out, what is not talked about, is important in order
to identify the discourses at play and their effects in terms of shaping individual
experiences of distress.

Analysing, through the gaps, the operation of power of dominant discourses, also
points towards strategies of resistance. In this case, resistance to the power of the
biomedical discourse necessitates deconstructing the polarity between normality and
pathology. This would involve a simultaneous process of normalising distress and de-
sanitising normality, in other words acknowledging both the continuity between the
two and the deeply disturbing and distressing aspects of ‘normal’ experiences (Parker,
Georgaca, Harper, McLaughlin, & Stowell-Smith, 1995). This is the direction that
many self-help organisations in the field of mental health have taken (Campbell,
2013), and with regard to hearing voices the international hearing voices movement
in particular (Longden & Dillon, 2013; Romme, Escher, Dillon, Corstens, &Morris,
2009).

Study Three: Sanitising Bodily Processes

A biomedical discourse shapes human experience through defining, ordering and
constraining what can be felt, also with regard to bodily processes. An example of
the simultaneously productive and constraining role of the biomedical model is given
in the work of Curran (2019) around childbirth, specifically women’s accounts of
giving birth, as they share them in groups and in social media. This study is rooted
in a premise, born of an emerging social narrative (McNish, 2017) that childbirth is
constructed in non-‘woman-oriented terms’ (Grosz, 1989), within dominant biomed-
ical and maternity discourses, and in turn the social contexts of naturally occurring
talk between women. This study seeks to make sense of this absence of a subjectively
female discourse in relation to what it says about a woman’s power, positioning and
sense of self in relation to giving birth. Twelve participants took part in three focus
groups of 4. They were white or Asian women from the UK, Europe or the USA, and
all the women had given birth more than 12 months previously. All were currently
living in the UK, in London. Some of the women had more than one child, and some
were pregnant at the time of the focus groups. The emancipatory aim of this research
prompted three research questions: What dominant discourses around childbirth are
available? How do women take up or resist those discourses in their own construc-
tion of childbirth? What might that mean for both childbirth practice and a postnatal
woman’s subjective experience?
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Analytic Procedure

Childbirth is both a practice and a process that is embedded within social, histor-
ical and institutional contexts. Explicit themes of gender, power, sexuality and
medicine meant that a Foucauldian Discourse Analytic framework was deemed
an appropriate research method. Willig’s (2015) six-step method (described above)
was applied to texts produced from three focus groups, each comprising four post-
natal women talking to each other about childbirth. The participants were recruited
through mother-and-toddler playgroups, personal contacts and social media sites.
Focus groups took place in hired private spaces in three different locations and
facilitated with the aim of eliciting something as close as possible to naturally occur-
ring talk. Helena, the researcher, offered participants her own stake in the research,
through disclosing her own experience of childbirth, as Potter and Hepburn (2005)
suggest.

A second analysis of visual images of childbirth posted on Instagram was also
carried out; this will be summarised later.

Results

What follows are three examples of discourses elicited from the focus groups. They all
serve to limit a woman-oriented discourse and the consequent subjective experiences
of childbirth. Instead, a ‘natural’ maternity discourse, a biomedical discourse, and a
masculine discourse are drawn on to construct childbirth as a perfect, natural process,
and/or one in which women are the vessels for a healthy baby, and/or governed by a
strikingly male lens.

‘Natural’ Maternity Discourses

In the naturally occurring talk of the focus groups, childbirth was intensely, and quite
fearfully, constructed as part of the participants’ sense of self. Participants talked of
being justified or judged in relation to their capacity as a woman and a mother.
Hannah described what the leader of an antenatal group had told her:

“She said, ‘Well you knowwhat, I would just like to say that the ultimate childbirth experience
and what you could all see as kind of a success story would be if you ended up having a
home birth, because if you end up having a home birth, that just means you are awesome at
childbirth’”. (Hannah)

When asked to talk about their experience of giving birth, the participants posi-
tioned themselves quickly into split camps of ‘natural’ (vaginal) birth or Caesarean
Section. The explanation around having a C-Section, particularly a planned one, was
much more extensive and justifying. The ideal birth, as prescribed by Hannah’s ante-
natal maternity group leader, was “home birth”. “Home birth” is presented as the
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epitome of natural, which means you are “awesome at childbirth”. This feeds into
both a maternity discourse of natural as best, in which you are “more likely to feel
satisfiedwith your labour” and “less likely to experience psychological problems like
depression” (NCT, 2019), incorporating criticism of hospitals and medical interven-
tion as overly controlling and therefore bad. By prizing the female ‘naturalness’ of
birth this maternity discourse conversely constructs those who have navigated birth
with anything other than natural ease as un-natural and a failure. The birthing woman
is positioned as one to be observed and judged, as Sally experienced:

And I even overheard… and I shouldn’t be critical, but it’s something that happened and it
sticks with me. I heard… someone came into start their shift, and the lady said, “Oh, how is
she getting on?”, and she said, “Well [inhales] [pause], she is doing alright, when she does
it properly”.

To acknowledge childbirth as something emotionally and physically messy is
made difficult by the ‘natural’ discourse of birth and the women described a need
to tidy up their talk in their everyday lives when they talked about their experi-
ence of giving birth, into neat, clean, external and medicalised narratives of birth
type, timings, location and pain relief used. Implicit in the ‘natural’ discourse was
an expectation that women give birth independently, and without any (internal or
external) fuss or mess. It was this absence of mess, chaos, gore—the ‘not-said-ness’
of childbirth—which was paramount; out of all the focus groups comprising over
5 h of talk about childbirth, the word ‘blood’ was said six times, ‘vomit’ five, and
‘vagina’ just twice.

Through the not-said, and not-seen, and within a scrutinising maternity discourse
constructing childbirth as natural, women are positioned in a conflicting, eradicating
and shameful way, where ‘natural’ is best but simultaneously unacceptable.

Biomedical discourses: the mother as vessel for a healthy baby

This other poor lady, um… she was quite adamant, like, you know, “The baby is coming.”
And then the midwife who, like… you know, they, whatever, examined her, and they were like,
“No, it’s not.” You know, “You’re a first-time mum. It’s not coming.” And, um […], I think,
like, somebody had told her to have a shower or… anyway, so she was in the shower. And
she was like, “Can you get the midwife? The baby is really coming”. And, um…, the midwife
came, luckily, and it, kind of… it fell [laughter] out as she got out of the shower. (Renata)

Another way in which women’s subjectivity seems to be eradicated in childbirth
links to the discourse that constructs the woman as a vessel for a healthy baby. All at
once the birthing woman is constructed as a risky, threatening object and a passive,
disposable entity. Renata recalls the story of the baby merely “falling out”, and a
‘lucky’ one at that, as the vessel achieves its purpose and the baby survives.

That a woman is “supposed to efface her own subjectivity” (Bordo, 1993, p. 79)
in childbirth evokes Foucault’s (1998) thinking on discourses around women, their
sexuality, their reproductive function and on the body as a site of disciplinary power.
Taking up this discourse, Beatrice questions whether her subjective experience is
even a valid consideration, given the baby was born healthy:

But it was those little things along the way that I hadn’t really expected it and it, it did really
take away from the kind of, the experience of childbirth. But then part of me sits here now
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and thinks, “Do I really care?” She came into the world, she’s happy and healthy, um, does
it, does it, any of these really matter, because it wasn’t life and death at any point and it was
quite controlled and, and carefully done.

There was frequent talk about actual and feared loss or death of the baby through
numerousmiscarriages and ectopic pregnancies throughout all focus groups.Nothing
was said, however, about the loss a woman may experience in the moment of birth,
as if both ideas cannot exist together. The birthing woman is constructed as a vessel
throughparticipants’ accounts of beingmonitored, restrained, told to lie downon their
backs, get in the (birthing) pool or get out of the pool. Dominant medical discourses
construct this control as necessary for the safety of the baby. This medicalisation
of birth, in which women are constructed as a vessel for a healthy baby, might be
considered to represent the operation of a technology of power (Foucault, 1988), a
means to control and prevent obstetric negligence claims, which in 2018 represented
a significant 48% of the total value of all medical negligence claims in the UK (NHS,
2018).

‘Masculine’ Discourses of Birth

Whendistresswas talked about in relation to childbirth during the focus groups, itwas
often introduced through a third, absent person or through a male lens. Masculine
metaphors of war or murder scenes were recruited into the women’s talk. It was
thinking about how her husband saw and constructed their child’s birth that allowed
Sophia to re-construct what had previously been her “great, really good birth” to
something that she definitely did not like and did not want to do again. Themasculine
lens was drawn on to allow her to construct a messier, more difficult birth in the
absence of the not-said female-subjective one.

The masculine discourse was also constraining, as women describe its inability to
accommodate either the physical or emotional chaos of childbirth. Sally described
her husband’s limiting, silencing reaction both to her being cervically examined;
“…my husband’s reaction was to go to the toilet and throw up, you know”, and of
her wanting to talk about the birth afterwards: “Like, “Move on”, basically, in not
so many words”. The male lens constructs childbirth as intolerable and disgusting,
needing to be curtailed and ended at the moment of birth. This suggests, as King
(2004) argues, that “even in this supposedly equal, liberated society, femaleness is
still disturbing enough to require supervision and containment by forms of discipline
that men are not subjected to” (p. 36).

That discipline alsomanifests in repeated requests for pain relief to amale other, be
it the husband, partner or clinician. This has something of a protective yetwithholding
function, as if women need to be both sheltered from yet bravely endure childbirth,
the most threatening of all bodily experiences in its otherness to the male standard.

So it was awful, the whole… I had my playlist, I had the candles, I had all these things that
my husband laughed about and said, “You’re just going to be begging for that epidural”.
“No, I’ll be fine”. I tried the gas and air, threw up, as in similar to you. It didn’t work and
there was no anaesthetist around, which didn’t help. (Anya)
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My husband was very proud that I didn’t have any pain intervention. (Sophia)

And I remember [laughter] saying straight afterwards to my husband… I was like, “Don’t
ever let me not have an epidural again”. (Renata)

The notion of pain that is constructed as controllable by a male gatekeeper high-
lights something glaringly not-said in the women’s talk about childbirth: the original
sexual pleasure which creates the potential for childbirth, including any mention
of sex, female sexuality and sexual organs. This can be contrasted with an image
posted by the EmpoweredBirth Project on Instagram,with over 15,000 ‘likes’, which
shows a woman touching her clitoris for pain relief whilst the baby is crowning,
accompanied by a caption, “Mammas, please don’t be shy about touching your-
selves!” (Empowered Birth Project, 2018a). This potential for the woman to relieve
her own pain can be argued to be an example of an aspect of birth that a male
discourse prevents, and which as Sophia says; “…could quite easily be told to you
and like…what is the myth about that that they can’t say that to you?” When birth
is constructed as an event to be controlled by a male gatekeeper, woman’s agency
and sexuality is diminished at the moment of becoming a mother, kept as a shameful
secret.

Visual Discourse Analysis: Birth as ‘Real’ or ‘Unsee-Able’

In addition to the textual discourse analysis, a second form of analysis was employed
using images posted by postnatal women about childbirth on Instagram, aiming to
pursue the emancipatory rationale of this study as well as consideration of the not-
said. For the purpose of the study, Instagram is considered to be a spacewherewomen
can communicate and construct birth in away that has the potential to exist outside the
dominant discursive framework. Machin and van Leeuwen’s (2016) discourse anal-
ysis framework for multimodal data was employed cyclically, to focus on meanings
in relation to the signifier, signified andwider significance of the images selected. The
first of the three stages of analysis focuses on the signifier, the visual evidence that
is depicted, in terms of colour, objects or people within the image. The second stage
focuses on the signified, the range of meanings that can be contained within the signi-
fier, and arguments for how potential for meaning is realised in the context in which
the image is presented. For example, whiteness in an image depicting childbirth may
be interpreted as indicating cleanliness, calm or purity, and when contextualised as
an image used by a hospital promoting its birth facilities, interpreting it as both clean
and calm is plausible. The third stage of the analysis focuses on the wider signifi-
cance of the image, particularly in relation to social theories, in which legitimisation
or medicalisation, for example, can be argued to constitute, or disallow, particular
identities, activities and values.

The disappearance of a woman’s needs at the moment of birth found in the
discourse analysis of focus group talk was also reflected in the visual discourses.
A direct representation of what a vaginal birth actually looks like was in early 2018
actively censored by being removed from prominent visual social media platforms
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Facebook and Instagram along with “pornography, graphic violence, profanity and
other subject matter deemed too offensive for the public eye” (Vigos, 2018). In
contrast, posting an image of a dead foetus was permitted, because it was posted
(to 1.6 m followers) by a pathologist interested in the object as a medical curiosity
(Hernandez, 2015).

Another image removed from social media in 2017 is worth considering (Empow-
ered Birth Project, 2018b). The image in question does not show a vagina, a crowning
baby, or a naked woman. It features centrally a woman, her breasts covered with her
dark purple lace bra, her chest smeared with a little blood, holding her just-born baby
over her bare, stretch-marked stomach, with the purple umbilical cord linking the
not-yet-birthed placenta to her baby. In the image, there is an uncensored representa-
tion of the woman’s intense emotional experience, which communicates horror and
relief, agency and involvement in birth; unquestionably, this woman is more than a
mere vessel. The setting is not within a medically controlled and mediated environ-
ment; indeed it’s a messy, cluttered darkly lit domestic bedroom, with a sexually dark
red bedspread in the background, far from a clean, white, sterile hospital context. The
removed image shows physical and emotional mess, together with female distress,
alongside the birth of a baby, all actively communicated by the woman in the photo.

Discussion

In these accounts, like those of voice hearers discussed above, we see clearly the way
women are trapped in the dominant discourses of childbirth, both as a natural process
and as a medical procedure. Both discourses normalise and sanitise the experience
of giving birth, excluding any non-linear, contradictory feelings and understandings
that women may have. They also efface the woman-subject, turning her to a carrier,
a vehicle for the safe delivery of a baby, making her subjective experience of the
process secondary and irrelevant. The combined effect of these is that women have
no way of expressing, acknowledging and ultimately fully experiencing the messi-
ness, the physical brutality, the pain and the intense ambivalence of the birthing
process. This is another example of the way in which discourses define reality and
experience, silencing andmaking inaccessible to the peoplewho are caught upwithin
them aspects of physical, psychological and emotional experience. In this example,
noticing and interrogating what is left out, in this case the sheer physicality, messi-
ness and ambivalence of the birthing process, allows us to examine the operation of
power in terms of dominant discourses shaping individual experience.

Uncovering the operation of power can point towards strategies of resistance.
In this case, encouraging women to voice their experience, ideally in mutually
supportive groups and environments, might open up possibilities of more varied and
complex accounts of the birthing experience. At the end of each of the three focus
groups, the women taking part all independently agreed that a debrief with medical
professionals about the birth would have been helpful in processing their experience.
Consistent experiences of nobody asking, nobody wanting to hear about the birth



6 Listening for What Is Not Being Said … 129

within a medical context were reported. The women talked about wanting to voice
their experience, have their distress validated, heard and held. This somewhat simple
act might bridge the gap between the personal/female and the professional/male
discourses, and be a way of disrupting the existing constructions of childbirth, so
that a female-subjective discourse may be heard. Foucault (1998) claimed resistance
is possible wherever normalisation and domination exists, as power is always shifting
and unstable.

The Empowered Birth Project’s goal of normalising the act of birth through
showing it visually is one way that this resistance is contesting dominant power
on what Foucault termed a ‘micro level’ (Foucault, 1998). The personal and female
space of social media, showing actual childbirth, and with it a female-subjective
discourse, which allows for a more mixed and messy, yet agentic expression and
therefore experience of birth, is a way to do this. To this we might add the micro-
levels of resistance shown by the women taking part in the research; two of whom, it
should be noted, specifically requested their own name to be used in the study, with
five declaring feeling comfortable with either their own name or a pseudonym being
chosen. This can be considered, perhaps, a micro-act of resistance, which demands
that they, and a woman-oriented discourse of childbirth, are both seen and heard in
social, academic and ultimately clinical spaces. Thus, encouraging women’s voices
and the physical impact of circulating visual representations might operate as acts
of resistance to the medicalisation, normalisation, sanitising and silencing of the
disturbing aspects of women’s experience of giving birth.

Conclusion: Power, Resistance and Potential for Action

The three studies presented here demonstrate how attending to the not-said and, most
importantly, questioning the function of the not-said and its effects on the individuals
affected by it, foregrounds the issue of power. Examining the operations of power
can, in turn, open up possibilities for resistance. This, we contend, is one of the
strengths of discourse analysis, and what provides it with its critical edge.

Attending to power is essential to the field ofmental health research. Parts of expe-
rience that have been actively excluded through the operation of dominant discourses,
such as a biomedical discourse in psychology, can be brought into the discursive
framework and be thought about or spoken about in different, more empowering
ways. The different purposes or reasons for the exclusion can be examined, limiting
professional procedures can be questioned and strategies of resistance identified.
These three studies all suggest differentways of uncovering the operations of power in
what is currently dominant, deconstructing it andopeningupgaps for other discourses
and practices to emerge and gain ground. Discourse analysis seeks to “amplify the
subjugated voices” (Miller, 2008, p. 258). It aims to identify and bring forth ways of
talking and discourses that go against the grain of the dominant ones, and thus allow
previously unacknowledged aspects of experience to be heard and felt.



130 J. Challenor et al.

At the beginning of this chapter, we briefly outlined some arguments that have
been made about the place, or status, of the subjective experience of what it is that
is not-said in discursive approaches. The limitations and criticisms of the methods
described above depend on this status. If the not-said is considered to be outside
discourse, discursive methods are limited to providing findings that must remain
provisional. There is no way of either confirming or disconfirming what is being
claimedwhen situatedwithin a framework that suggests some experiencewill remain
inaccessible to language. Participants themselves may not recognise the claims that
are being made on their behalf and for a research method that aims to draw out
the workings of power, researchers must remain acutely reflexive and alive to the
potential for the abuse of power that lies with their own role. If, on the other hand,
all experience is considered to be the product of discourse, then the argument can
be made that the method neglects the possibility that individuals do possess and
exercise agency, even if this remains limited. It is difficult to give an account of the
choices that are actively made by participants in their talk, and this too may seem to
participants to be counter to their own subjective experience.

Moreover, as it has been rightly noted (Willig, 1999), discourse analysis is reluc-
tant to move beyond deconstruction to make recommendations for improved social
and psychological practice. Through deconstructing harmful professional views and
practices and opening up alternative spaces and positions discourse analysis does not
directly lead to possible interventions, but can inform them (Harper, 1999). It has
been argued that, if discourse analysis is to move beyond deconstruction towards a
more direct impact in the field of mental health, it would need to take some important
steps, which would include placing emphasis on the links between research, imple-
mentation and interventions, forging alliances between discourse researchers, mental
health service users and critical professionals, and making tactical use of research
findings through utilising multiple forms of dissemination and consultation (Harper,
1999, 2006).

We argued above that investigating the not-said can be a valuable part of a crit-
ical agenda in mental health research and practice. Moreover, we would argue that
attending to the not-said, alongside to that which is said, can be pursued regard-
less of the status one gives to the not-said, be it as pre-discursive or as excluded
fromdiscourse.We contend that epistemological questions regarding the relationship
between reality, experience and discourse, however important they might be, cannot
detract discursive researchers from pursuing a critical agenda of problematising
constraining knowledges and practices, which are sustained by dominant discourses,
and opening up spaces for more empowering modes of experiencing, understanding
and acting. We hope we have demonstrated in this chapter that attending to the
not-said can be a poignant strategy for pursuing this critical agenda, which is much
needed in mental health research and practice.
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Chapter 7
Re-claiming the Power
of Definition—The Value of Reflexivity
in Research on Mental Health at Risk
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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.

Keywords Mental health risk · Risk perception · Dementia · Psychosis · Narrative
approach · Semantics · Linguistic analysis · Ethnological approach · Sociology of
knowledge · Meaning-making

M. Lorke · C. Schwegler
Cologne Center for Ethics, Rights, Economics, and Social Sciences of Health, University of
Cologne, Cologne, Germany

S. Jünger (B)
Department of Community Health, University of Applied Health Sciences, Bochum, Germany
e-mail: saskia.juenger@hs-gesundheit.de

© Springer Nature Switzerland AG 2021
M. Borcsa and C. Willig (eds.), Qualitative Research Methods in Mental Health,
https://doi.org/10.1007/978-3-030-65331-6_7

135

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-65331-6_7&domain=pdf
mailto:saskia.juenger@hs-gesundheit.de
https://doi.org/10.1007/978-3-030-65331-6_7


136 M. Lorke et al.

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 Western1 paradigm of biomedical research. This
has implications for the entire research process, including the definition of research
questions (whodefines themandwhichquestions are considered relevant), theoretical
foundations, the choice ofmethodologies andmethods 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,2

the potential and the challenges of qualitative research with regard to mental health
risk will be discussed.

1The 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.
2Weuse 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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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).3 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
andprobabilistic formofmedical 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.

3MCI 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 at risk do not only have to deal with the designation ‘persons at risk’ 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 ofmathematical 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 tomake 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., 2011; Timimi, 2014).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 withMCI). 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, andmedical narratives aroundAD 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 1. Overall, narratives will be analysed in a circular process using comple-
menting methodological perspectives from two disciplines: ethnology5 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.

5For this contribution, we employed an ethnological approach to make use of a theoretical frame-
work for comparative analysiswith 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 partners6 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 interviewswith amain narrative and aminor 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 (Schütze, 1983). A particular feature of our study onAD
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 ofAD, theZfG (CologneMemoryClinic), 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 andmoreover 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 interviewor are generally of interest for the study.The statements canbe 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-
graphswill demonstrate this bymeans 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 ofwhat 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, 2006).

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).



144 M. Lorke et al.

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
Cologne
University Hospital Cologne
Fundació ACE Barcelona

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

Study design Binational longitudinal mixed methods
study including an ethical and legal
framework (cf. Rostamzadeh et al., in
press)

Multi-method study including
systematic reviews and qualitative
interviews

Aims of the study (1) to determine attitudes and
expectations towards the AD-risk
prediction and elucidate the effect
on the participants’ QoL in order to
provide a guideline for information
and counselling; (2) to discover
semantic content and
multiperspectivity of concepts such
as risk, QoL, satisfaction and
well-being

(1) to better understand health literacy
of ‘persons at risk’ in four different
clinical fields, (2) to underpin it
conceptually and (3) to make it
fruitful for health care

Participants Persons at risk for dementia due to AD,
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)

Persons with an increased risk of
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)

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 drawa common line ofmethod-
ological reflection across both projects, hereby emphasising the opportunities and
challenges that our teams faced doing qualitative research onmental healthwithin 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, andCoping’), andprocess-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:

PSYP03 (Interviewee; study on psychosis)7

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:

7The 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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PSYP01 (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: =Bähh, 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.

PSYP04 (Interviewee; study on psychosis)

1015 And yet the feeling afterwards was as follows: Now somehow for one and a half or two

1016 hours we have spoken to each other and described the problem as it were and that from

1017 this comes a diagnosis, 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 uh, 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 interviewafter the
predictive testing. In the baseline-interviews fromour study onAD, someparticipants
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 (AD01). 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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AD01 (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: [ yes ]

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

210 P: [yes 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: you are more experienced there right you gathered experience with your mother how

221 to handle this did you say before;

222 P: yesyes -

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.
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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:

PSYP01 (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 ‘defencemechanism’ 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!” (PSYP08).
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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PSYP04 (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 (“dreamyperson” (PSYP03), “class clown” (PSYP01), “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.8 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 AD02 (091, 098).

AD02 (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: yes 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

99 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 (AD01) 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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PSYP08 (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 onAD 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 fromAD, combinedwith
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 AD01 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 inAD03as “a punchback” (039)which led to a “breakdown”
(042) and needed “time to digest” (045).

In the segmentAD03, one can see from theprogress 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.

AD03 (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: [yes ].

034 I: when the results were [THERE]-

035 P: [yes ]

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: yes 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.9

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

9Alongside 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 onADprovided uswith 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 ofQoL (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.10 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. It is 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,

10After 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 oneof themost sensitivewhendoingqualitative 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. In a
medically oriented environment, operationalisation of research questions is expected
to followa standardised approachbasedonpredetermineddefinitions of risk andQoL.
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.11 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.

11The 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 ofmeaning,
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”).12

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?” (PSYP01)), evaluations on the notion of representa-
tiveness of the project results (“I am wondering if what I say could be representative
for others?” (PSYP02)), thematising their own role as a research participant (“Am I
a patient, or a client, or what is the right term here?” (PSYP01)).

12An 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 (Küsters, 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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(continued)

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



7 Re-claiming the Power of Definition … 161

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 revealedparticular 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, andmethodological 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 ofmental health in termsof scientific knowledgeproduction, 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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Chapter 8
Interpersonal Process Recall in Systemic
Research: Investigating Couple
Therapists’ Personal and Professional
Selves
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Abstract In this chapter, we discuss the Interpersonal Process Recall (IPR) or
Stimulated Recall Interview (SRI) as a method and show its usage in investigating
systemic couple therapy processes in two international research projects. IPR/SRI
has been designed as a process-focused interview method for training and super-
vision, expanded into clinical, especially psychotherapy process research: patients
and/or therapists watch video (segments) of the therapeutic situation and comment
on their experiences during the session. The aim of the presented analysis is to study
the mutual dynamic between the couple therapists’ references to their professional
practices and to their personal experiences during the interview. To achieve this aim,
we employed two methodological approaches: dialogical analysis to investigate the
distinction between the therapist’s professional and personal selves, and the narra-
tive storytelling approach in order to describe the therapist’s positioning in terms of
his or her discursive identities being displayed in the IPR/SR interview. We discuss
the results in three aspects, describing (1) the therapists’ discursive practices of
presenting their professional and personal identities; (2) the shifting of their atten-
tion between the video episode from the session and displaying their mental state in
relation to it; and (3) the thinking aloud phenomena as enhancing the insight into
psychotherapeutic processes. We conclude with methodological reflections.
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Introduction

In this chapter,wediscuss the Interpersonal ProcessRecall (IPR) or StimulatedRecall
Interview (SRI) as a method and show its usage in investigating systemic couple
therapy processes in two international research projects. The aim of the presented
analysis is to study the mutual dynamic between the couple therapists’ references to
their professional practices and to their personal experiences during the interview.We
discuss the results in three aspects, describing 1. the therapists’ discursive practices of
presenting their professional and personal identities; 2. the shifting of their attention
between the video episode from the session and displaying their mental state in
relation to it; and 3. the thinking aloud phenomena as enhancing the insight into
psychotherapeutic processes. Methodological reflections conclude the chapter.

Interpersonal Process Recall (IPR) as a Qualitative
Interview Approach

Interpersonal Process Recall (IPR; also Stimulated Recall Interviews,1 see Vall et al.
2018 or Self-Confrontation Interviews, Breuer, 1991, 1995) was initially created as
a qualitative research method to study students’ thought processes during classroom
discussions (Bloom, 1954). It was further developed as a process-focused interview
method for training and supervision (Kagan, Krathwohl, & Farquhar, 1965; Kagan,
1980) and expanded into clinical research by Elliott (1984, 1986).

Since its beginnings, IPR/SRI has been used extensively in research on profes-
sional know-how, competence and expertise in such fields as medical practice,
pedagogy, athletics coaching, psychotherapy and psychotherapy training (Borchers,
Seikkula, & Lehtinen, 2013; Cegala, McNeilis, & Socha McGee, 1995; Consuegra,
Engels, &Willegems, 2016; Laitila & Oranen, 2013; Lyle, 2003; Rober et al., 2008;
West & Clark, 2004).

IPR/SRI has been developed as a method of reviewing a video recording to recall
thoughts and feelings that occurred during the time of the recording. Hence, with
regard to psychotherapy research, IPR as an interview approach was designed to
access a therapy participant’s experiences as close as possible to the moment of the
original interaction (Larsen, Flesaker, & Stege, 2008). One of the original methods
introducedbyKagan et al. (1965)was to record a session and then immediately review
the recording. Usually a trained member of staff interviewed the therapist and client
separately. Obtained recordings of therapists’ and clients’ recalls would then be used
in the therapists’ training. They constitute the unique sources of information about
what was happening in parallel in the session for the therapists and for their client

1In this chapter, we will use the terms Interpersonal Process Recall (IPR) and Stimulated Recall
Interviews (SRI) in a synonymic way and often together as IPR/SRI. This reflects the two back-
grounds of the authors: while research project 1 (see below) operates with the term IPR, research
project 2 uses SRI.
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(Kagan et al., 1965). An events paradigm model informed IPR as Elliott (1986) had
clients listen to the entire session and rate specific ‘significant events’. Later, Elliott
(1986) and Elliott and Shapiro (1988, 1992) had clients select meaningful moments
without watching the entire session followed by independent researchers who would
then view these same moments to qualitatively develop models of change.

IPR/SRI as a particular interview format for data collection may be combined
with different qualitative methodologies. The data obtained by IPR/SR interviews
can be analysed through different methods, depending on the research question of
the study, e.g. grounded theory (Henretty, Levitt, & Mathews, 2008; Rober et al.,
2008) or dialogical analysis (Janusz, Jozefik, & Peräkylä, 2018; Macaskie, Lees, &
Freshwater, 2015).

The Role of the Interviewer

IPR/SR interviews are communicative actions; they create their own interactional
situation. Interviewer and interviewee as communicative partners influence each
other during the interview situation. For this reason, and to meet the requirements
of research quality criteria (Gass & Mackey, 2000; Lyle, 2003) researchers have
formulated several guiding rules for the IPR/SR interview, such as: (1) minimizing
the time delay between event and recall, (2) minimizing the possibility that research
participants (interviewees) deliver explanations (their own a priori theories) about
links between prompted actions and intentions, (3) designing procedures that create
strong links between the interaction, which is the focus of the study, and the proce-
dures for creating the recall, e.g. re-directing the interviewee into the past, main-
taining the focus on the specific action during the investigated interaction. They also
emphasized the need for constructing the questions and prompts in such a way that
they do not alter the cognitive process being employed at the time of the investi-
gated interaction (Gass & Mackey, 2000). Further, Lyle (2003) identified the need
to reduce anxiety in interviewees by limiting the perception of judgemental probing,
reducing the intrusion into the investigated action by minimalizing any discussion in
the IPR/SRI which goes beyond the interaction under study (e.g. by talking about the
view of the interviewer). Since the memory works rather through associations than
through directive interventions, stimulating and employing an indirect route to the
focus of the research seems to be important. What is more, the interviewee should
be allowed to give relatively unstructured responses.

In psychotherapy research, the interviewer should help the interviewee to talk
about his or her internal processes rather than about the content of the interaction
during the therapy session (Elliott, 1986). Larsen et al. (2008) recommend accessing
the recency and emotionality of the investigated session by helping the interview
participants with such questions as: “What do you remember thinking at that point
in the session?” (p. 27).

These guiding rules reflect the positivist epistemology, through which the inter-
view is seen as an operationalization of accessing memories of the interviewee.
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They try to minimize the fact that recalling is impacted by the here-and-now of the
memorizing situation itself, i.e. the interview situation. Moreover, we think that the
stimulus, i.e. watching the video, might create new emotional states overlaying with
the past situation (sequence of the video shown), thus interferingwith thememorizing
process.

Taking these considerations into account, we agree with Breuer (1995) that we
face two different action levels: Action 1: the action happening in the therapy session
and Action 2: the IPR/SRI situation itself. With regard to this differentiation, the role
of the interviewer has generally to be seen as significant and treated with a high level
of methodological awareness. Furthermore, the interviewee is positioned on these
two levels differently, which will be elaborated on in the next paragraph.

Two Positions of the Interviewee: The Talking Subject
and the Object of Talk

Asmentioned, IPR/SRI initially focused solely on past events to capture, interpret and
clarifywhat happened in the recorded session.With regard to psychotherapy research
settings, it was used merely for studying individual therapy. So far, little research
has been conducted using IPR/SRI in multi-actor settings like couple and family
therapy (Gale, 1992; Gale, Odell, & Nagireddy, 1995; Nyman-Salonen et al., 2020;
Vall et al., 2018). This delay in systemic research studies might be due to the fact that
classical IPR/SRI research and systemic therapy follow a different epistemological
stance. While traditional IPR/SRIs are rooted in a positivistic epistemology, most
systemic approaches refer to a constructionist (Gergen 2009) background. From a
positivistic research framework, IPR/SR interviews are solely the operationalization
of getting access to otherwise not accessible data (like motivations and intentions)
or implicit aspects during a recorded conversation (like emotions), i.e. a means to
an end. From a constructionist perspective, in the course of the interview the talk
between interviewer and interviewee creates a new level of phenomena, where the
interviewee is part of a new interaction (with the interviewer). In this conversa-
tion, created by the IPR/SRI, the interviewee refers to the past session always from a
present perspective. This oscillating between two time frames generates twopositions
for the interviewee: the position of the interviewee here-and-now and the position of
the interviewee in the recorded, past session. The positivistic epistemology concep-
tualizes these two positions by proposing that the interviewee remembers the past.
However, content analysis of SRIs with therapists shows, that during the SR-talk we
find at least nine categories of accounts: (1) memories related to the shown sequence,
(2) further comments on the relevant situation and memories, (3) statements of the
interviewee confirming or rejecting statements of the interviewer, (4) generalizing
comments on one’s own behaviour and experience or on the behaviour or experi-
ence of the clients with no direct reference to the presented sequence, (5) subsequent
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perception and interpretation of the sequence, (6) statements triggered by the thema-
tization of specific aspects through the interviewer, (7) statements addressing the
interview itself, (8) unclear, ambiguous statements and (9) other irrelevant statements
not related to the subject of the interview (Breuer 1991).

We have to acknowledge that the interviewee in the present situation is the talking
subject, whereas with reference to the past situation, the same person is the object of
the talk. This difference refers to the two distinct narrative dimensions while talking
about the sequence watched on video: the interviewee is at the same time the ‘I as
an author’—of his talk here and now—as well as the ‘Me as an actor’ in the story he
or she is presenting (Hermans, 2001).

For these reasons, we will conceptualize IPR/SRI as a tool that is intended to
evoke different self-positions; the IPR/SR interview can be seen as a particular social
practice of storytelling. These assumptions will situate our analysis in narrative and
conversation analysis research frameworks, and from this perspective, we will now
refer to some aspects of the dialogical approach.

The Dialogical Approach as Conceptual Framework
for Researching Systemic Therapy

Psychotherapy has been referred to as dialogical activity (Seikkula et al., 2011;
Rober, 2005). Dialogue is an important concept in the philosophy ofMikhail Bakhtin
(1984). We can distinguish the external dialogue between speakers (what we usually
call conversation) from the internal dialogue of an individual. This concept refers
to feelings, memories and other internal states that are evoked while participating
in the conversation. In an external dialogue, the words of the speaker are met by
the internal dialogue of the one who listens. Both, speaker and listener, speak and
listen from certain positions of their selves, i.e. the internal dialogue contributes
to the external in a reciprocal way. Internal dialogue brings into focus the inner
conversation between different positions of self (Hermans, 2006), a condition which
we can refer to as voices of the self. Thus, different positions of self are connectedwith
internal voices, although the internal voices may of course contain the internalized
perspectives of others. All in all, voices are usually defined as the internal, unspoken
as well as spoken (and by that becoming external) manifestation of self-positions in
the dialogical process.

During some moments of therapy, two selves of the therapist can emerge at
the same time: the professional self, containing the professional voice, which is
manifested by, e.g. planning further therapeutic procedures, and the personal self,
containing the personal voice, which may be manifested by uncertainty or feelings
of unease regarding these procedures.

The relation between the self and the others is seen as the starting point for
dialogical analysis (Voloshinov, 1976), as the internal dialogue is mediated by what
happens in the external conversation (and vice versa), e.g. the voice of uncertainty
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regarding performing the professional role can be prompted by what happened in
the external, professional conversation. Generally, dialogical analysis focuses on the
shifting of different positions of self, on internal dialogues and dialogical tensions
between the positions and voices (Hermans & Dimaggio, 2007); in psychotherapy
research external conversations are used to gain access to internal dialogues and
through this, to understand the therapeutic conversation (Rober, 2014).

Dialogical Approach in Psychotherapy Research

Within the dialogical approach, the therapeutic relationship is seen as an active
conversation of the internal and external voices of all participants in a therapeutic
session. The content of the therapist’s mind while conducting the session is the
subject of particular interest of psychotherapy researchers. The inner conversa-
tion of the therapist (Bakhtin, 1986; Hermans, 2006) is connected to the idea of
the polyphonic character of the therapist’s internal dialogue (Rober 2005; Rober
et al., 2008; Rober, Seikkula, & Latila, 2010). The distinction between the thera-
pist’s experiencing (personal) and professional self is central (Rober 2005, 2014),
whereby different selves contain different voices. The experiential self involves
voices related to personal beliefs,memories, experiences, etc., while professional self
contains voices including professional knowledge and clinical experience (Rober,
2005, 2014). According to Rober (2014), the experiencing self contains “the obser-
vations of the therapist and the memories, images and fantasies that are activated by
what the therapist observes” (ibid., p. 256).

Aswementioned above, the therapist’s professional self derives fromprofessional
activities during the session, like hypothesizing and focusing on preparing responses
(Rober, 2002); in this state of mind the therapist’s role is largely one of an observer
(Rober, 2005, 2014). In line with the idea of dialogical self (Bakhtin, 1986; Hermans,
2006), Rober (2005) describes the possible contribution of the therapist’s internal
dialogue to the therapeutic conversation: “the therapist can also reflect explicitly on
his or her contribution to the dialogue [i.e., the therapeutic conversation; the authors].
He can create a mental space in his inner conversation in which he can reflect on
what happens in the session, on the client’s utterances and the invitations for a
response that they imply” (Rober, 2005, p. 491). From this perspective, investigating
the therapist’s inner conversation after the session—e.g. by using IPR/SRI—is seen
as away of investigating the therapist’s professional and personal selves and activities
as one part of the therapeutic process.



8 Interpersonal Process Recall in Systemic Research … 173

Interpersonal Process Recall as a Storytelling Practice

The analysis presented below is based on the understanding of the IPR/SRI as a partic-
ular practice of storytelling. Storytelling is treated as the central way of sharing some-
body’s past experiencewith others, although it is not limited to it. Storytelling appears
spontaneously or can be elicited in interviews (e.g. in IPR interviews). Conversation
analytic studies of storytelling focus on the ways the telling is organized, carried out
and delivered collaboratively.

Some researchers of storytelling practices (Labov, 1972, 1982; Labov&Waletzky,
1967) focus on the narrative structures the reportable event is conveyed through, such
as: a chain of causal relations, the transformation of the narrative by the narrator’s
insertions of his or her subjective view on the described events, and the termination
of the narrative by returning the time frame to the present. In our research design, we
define and analyse the IPR/SRI as a conversational practice of storytelling: we are
particularly interested in investigating the conversationalways of displaying different
positions of the therapist’s self while describing the investigated session.

Storytelling researchers define positioning as the discursive practice employed
to accomplish and display different facets of identity that are relevant in different
discursive contexts (Bamberg, 1997; Bamberg & Georgakopoulou, 2008; Davies
& Harré, 1990; Lucius-Hoene & Deppermann, 2000, 2004a, 2004b). Davies and
Harré (1990) describe positioning as the primary locus of the discursive production
of selves, the basic mechanism by which a self and identities are acquired in social
interaction. Bamberg (1997) distinguishes three levels of positioning: the level of the
story, the level of the interaction and the level of displaying different facets of the
narrator’s identity. We will now discuss the three levels in more detail with reference
to IPR/SR interview as a storytelling practice.

1. Positioning on the level of the story involving the relations between the
characters/actors of the story that is told. This level of the positioning can
be described by the question “How are the characters positioned in relation to
one another within the reported events?” (Deppermann, 2015, p. 374). Harré,
Moghaddam, Cairnie, Rothbart, and Sabat (2009) claim that the storyteller
implicitly defines the actors by describing their way of relating to each other
while the story develops. It means that characters in the story are positioned
in relation to each other or vis-à-vis each other (Bamberg & Georgakopoulou
2008). This level of positioning is specific to narrative and other descriptive
practices. Lucius-Hoene and Deppermann (2000) developed Bamberg’s levels
of positioning further. They point out that the described characters are designed
by the narrator fromhis/her present point of view, they actively design the story by
linguistic and narrative means. The IPR/SR interview can be seen as the specific
narration that is designed to access and tell the story about the past interaction
from the perspective of one actor who participated in the event under examina-
tion. The research design utilized in the research reported in this chapter pertains
to investigating the reflections of therapists after couple therapy sessions. For this
reason, positioning on the level of the story is particularly complex: it involves
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three or four actors: both partners (i.e. the clients) and the therapist(s). Partners
are intimately interconnected, the therapists act as professionals, and at the same
time, during the examined interactional episode, they are actors in the same story.

2. Positioning on the level of the interaction between the teller and the receiver
of the story. This interactional level refers to jointly organizing the turn-taking
between the teller and the receiver of the story. This kind of turn-taking struc-
ture is seen as an accomplishment that needs to be negotiated in interaction.
The storytelling can be categorized by different actions, e.g. complaining or
explaining which are pursued in and through storytelling (Schegloff, 1997).
While analysing the storytelling practices conversation analysis researchers
put particular emphasis on the following interactional phenomena: the narrator
adjusts his or herway of storytelling to the reception of the story, e.g. by providing
corrections or redirections to pursue an intended reaction (Goodwin, 1986). For
this reason, in spite of the authorship of the teller, what the story comes to be
about is eventually arrived at through interaction (Goodwin, 1997). The recep-
tion of a story involves the interactants’ alignment and affiliation (Stivers, 2008).
Alignment refers to the recipients’ support in the delivery of the story on the
level of interaction, such as to accept the role of listener and make momentary
evaluations of the story being told. Affiliation refers to the listener displaying
support of and endorsing the teller’s conveyed stance. It is also possible to resist
the stance delivered, which is a sign of disaffiliation.
Interviewer’s positioning on the level of interaction involves: (1) endorsing or
supporting the interviewee in order to facilitate him or her to get access to the
interaction under study; (2) monitoring the production of the interviewee‘s story
by interviewer’s affiliations/disaffiliations and alignments/misalignments; and
(3) creating a new interactional level of the IPR/SRI phenomenon by discussing
the interaction under study with the interviewee here and now.

3. Positioning of the narrators to themselves, through displaying particular
aspects of self and identity. This level of positioning is connected with the idea
that selves exist as multiple, contradictory, contextual and distributed over time
and place (Bamberg & Zielke, 2007).
In this context, Deppermann (2015) refers to the description of category-bound
actions, which are connected to attributes and ways of speaking. Category-bound
activities are a form of actions that are conventionally associated with being a
member of the relevant category (Sacks, 1992). In the research presented in
this chapter, the couple therapists as interviewees (in the IPR/SRI) not only use
certain therapeutic vocabulary but also their way of speaking, i.e. categorizing,
expressing understanding can be associated with the style or register of this
particular social group (Coupland, 2007) creating distinct discourse identities.

In the analysis presented below, we put emphasis on linguistic and narrative
means by which the couple therapists display their professional selves and iden-
tities. We analyse their distinctive category-bound actions that are displayed, told
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and re-acted2 in IPR/SRI dialogue. As the temporal organization of a storytelling
involves the continuity between past action or event and the actual account, i.e.
telling the story, the teller has the possibility of “self -positioning by extra- and meta-
narrative self -reflexive activities” (Deppermann, 2015, p. 379). Through this partic-
ular conversational practice “tellers may explicitly take a stance toward past events
and their past selves throughmeta-narrative retrospective comments, argumentations,
and evaluations from the present point of view” (Deppermann, 2015, p. 379).

Using IPR/SRI to Analyse Couple Therapists’ Perspectives
on Their Professional Practices

In the following parts of the chapter, wewill present two IPR/SRI segments that come
from couple therapy research (see also Borcsa & Rober, 2016). We will analyse in
what way couple therapists’ professional practices and their personal experiences are
commented upon in the IPR/SR interviews. To achieve this aim, we will refer to the
distinction between the therapist’s professional and personal self as described above,
as well as to the conversational practices of storytelling, particularly to the therapist’s
positioning in terms of his or her discourse identities that are displayed in the IPR/SR
interview. We will focus on the interplay between recalling the experiences from the
session (positioning on the level of the story) and reflecting upon them in the IPR/SR
interview (positioning on the level of the interview interaction).

The capacity to manage their professional talk is part of the training and profes-
sional experience of therapists. On the other hand, a considerable part of profes-
sional talk is neither predictable nor fully manualized, as it usually involves the
complex, embodied interaction of two or more individuals. To some extent, the
professionals control their conversational practices already during the talk. Some
instances, however, might be reflected upon only thereafter, when the professional
meeting is recalled and discussed. Such post hoc discussions create new dialogical
space to rethink the investigated interaction.3

In themajority of cases the time dimension in the IPR/SR interviewmeans sticking
to the retrospective reports that represent access to direct, unordered accounts of
previous thought processes (Lyle, 2003). We assume that the researcher can mainly
recognize retrospection through the use of past tense, whereas the use of present
tense mostly signals reflection. As mentioned, the main aim of the IPR/SRI talk
has been to access the experiences of the participants as they emerged during the
investigated interaction (thoughts, feelings and bodily sensations) (Elliott, 1986;
Larsen et al., 2008). However, the intersubjective approach to IPR/SRI (Freshwater

2We use the term to re-act when the teller refers to himself as being an actor in the story he is
telling. Re-enactment is used with a different meaning in systemic therapy as well as acting-out in
psychoanalytic therapy.
3Traditionally, in psychotherapy the supervision is considered as the professional meeting where
the earlier psychotherapeutic session(s) are discussed and reflected upon.
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& Rolfe, 2001; Macaskie et al., 2015; Rubin & Rubin, 2005) is not limited to talking
about experiences in the earlier interaction (recalling the past). Moreover, it also
includes the co-analysis of the material, which means reflecting here and now in the
conversation of interviewer and interviewee about the earlier interaction. We will
be investigating the junction between recalling and reflection in the IPR/SRI data
through the different dimensions of storytelling such as the past events told in the
story, displacing of selves of the teller, and eventually the teller’s meta-narrative
comments in the IPR/SRI (Bamberg, 1997; Deppermann, 2015).

Procedure

In the section below, we present the analysis of two segments, coming from two
different couple therapy research projects.

The first derives from a research project investigating the Therapists Internal
Conversation and Interactional Practices in the First Family and Couple Therapy
Consultations.4 The research was conducted in the Department of Family Therapy at
the Jagiellonian University Medical College in Cracow, Poland. The data presented
in this chapter are part of a set of nine video-recorded first session consultations
together with IPR/SR interviews with the therapists. The interviews with the thera-
pists were conducted directly after the sessions. The therapists were asked to identify
and comment on anymoments in the video-recorded sessionwhich they found impor-
tant or meaningful from the perspective of the therapeutic process or which caught
their attention in any way. The researchers, who were also couple therapists, could
also stop the session at any moment and ask the therapists to reflect upon it; what
is more, the interviewers could comment by themselves and clarify the therapist’s
answers. Most importantly, the interviewers were instructed to steer the therapists’
focus to the chosen moment of the session, irrespective of whether interviewers or
therapists stopped the video in order to ask a question or comment upon.5

The second segment derives from the German cooperation in the Relational Mind
Project (Seikkula, Karvonen, Kykyri, Kaartinen, & Penttonen, 2015; Vall et al. 2018;
Nyman-Salonen et al. 2020).6 The data presented is part of a set of 5 completed
heterosexual couple therapies with a female and a male co-therapist in each case,

4The project was approved by the bioethics committee of the Jagiellonian University Medical
College: KBET/273/B/2011.
5By now, results are published as follows: Janusz et al. (2018) show that gender assumptions held
unchallenged by a therapist can create difficulty in introducing circular thinking, in terms of the
therapist’s inner conversation and the conversation during the session. Bryniarska, Tomasiewicz,
Janusz, and Józefik (2019) illustrate that therapists’ biographical experiential voices evoked in IPR
tend to deepen reflection on the therapeutic process. Janusz, Matusiak, and Peräkylä (2021) show
the emergence of the therapist’s asymmetry of affiliation with both spouses.
6The research programme The Relational Mind is the first to look at dialogue in terms of both the
outer and the inner dialogues of participants (clients and therapists), observed in parallel with Auto-
nomic Nervous System (ANS) measurements. Funded by the Academy of Finland (Principal Inves-
tigator: Jaakko Seikkula) the project collaborates with Nordhausen University of Applied Sciences,
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carried out at the Institute of Social Medicine, Rehabilitation Sciences and Health-
care Research, UAS Nordhausen, Germany. The therapies had a total length of 2–7
sessions (each 90 min), autonomic nervous system (ANS) measurement took place
during the second and sixth session,7 the IPR/SRI followed within 24 h after these
sessions, mostly directly after the session itself. IPR/SRIs were conducted with each
participant of the therapeutic system individually, i.e. with the female client, the male
client, the female therapist and the male therapist, and all interviews were video-
recorded. A female clinician-researcher, sitting behind the one-way mirror during
the therapy sessions, selected three situations during the consultation, which were
later used for the IPR/SRIs. The selection process of the situation segments followed
these rules: (i) visible emotional expression (weeping, laughing, etc.) of participants
in the therapy session; (ii) a notable change in the interaction (e.g. vivid dialogue
after a silence or a long monologue); (iii) visible synchrony in ANS measurements
between two or more participants; (iv) a combination of these aspects; (v) one scene
from the Reflecting Team intervention.8 During the IPR/SRI, these selected three
segments were shown to the interviewees; i.e. the segments to talk about in the
IPR/SRI were chosen before the interview by the clinician-researcher and not by the
participants in the interview situation itself.

In our analysis, wewill be studying the therapists’ comments on their professional
practices in the systemic couple therapy consultations. We will follow the therapists’
experiences identified by them as emerging in the course of the investigated sessions.
We will discuss in what way the therapists achieved their recall and reflecting stance
in the course of the IPR/SR interview.

Each extract will be introduced by a summary of the scene of the therapy session
(as it is shown on the video), followed by the transcript of the IPR/SRI9 and its
analysis.

Germany; Aristotle University Thessaloniki, Greece andUniversity Ramon Llull, Barcelona, Spain.
The German part was approved by the bioethics committee of theMedical College of the University
of Jena, Germany: 3953-12/13.
7We will not speak in this paper about the ANS measurement procedure or results; please refer
to Seikkula et al. (2015), Karvonen, Kykyri, Kaartinen, Penttonen, and Seikkula (2016), Päivinen
et al. (2016).
8During the Reflecting Team (Andersen 1991), the co-therapists turn to each other and reflect openly
in front of the clients about the session.
9Extract 1 is translated from the Polish language, Extract 2 from the German language; transcription
followed transcription rules; I = Interviewer, T = therapist; words in round brackets () signalize
that the talk is hard to understand and an assumption; text in square brackets [] gives indication of
meaning by the authors, > text in arrows < indicate non-verbal behaviour, (.) short pause, (2) length
of pause in seconds.



178 M. Borcsa and B. Janusz

Couple Therapy Research 1

The Scene from the Therapy Session: The Physical
Arrangements in the Therapy Room

As the participants are entering the room, the husband immediately points to the fan
heater (centred in the room) and asks whether it can be turned off. In response, the
wife and the therapist express surprise, treating the husband’s wish as unexpected.
Both the therapist and the wife perceive the temperature of the room as too cold,
while the husband experiences it as too hot, asking whether it can be switched off.
Thereafter the therapist reorganizes the setting: he repositions the heater in such a
way that it is more comfortable for both spouses.

IPR/SR interview. After the first minute of watching the session, the therapist
stopped the video after the heaterwas repositioned and commented upon the sequence
in the following way:

Extract 1: Transcript IPR/SRI with Male Therapist

01 T: So here, I’ve (had) such a problem when he [the client] said this.

02 I: I wanted to ask you exactly about his moment.

03 T: OK.

04 I: Shall we switch it on

[in order to watch once more and they do watch it once more]

05 T: Here, I was concerned about an alliance with her

06 that with her, we will be warming ourselves together and he

07 he will be over - heated and not acknowledged.

08 I: And this was more or less the first minute of this meeting

09 so I understand that you were concerned

10 about being non-neutral, something like that?

11 T: Yes.

12 I: Mhm.

13 T: At that moment when she said that

14 she is in the same climatic situation as I was.

15 I: Mhm.

16 T: And he in a different one.

17 I: Because I remember that you-

18 T: because he wanted to switch it off when I entered, being frozen

19 I: I remember.

20 T: Yes, completely frozen, it was diabolically cold there

21 but he says that he is too hot, and in the first moment

22 I wasn’t sure whether he is serious or if something isn’t ok with him

23 because it is diabolically cold, but he is too hot.

24 I understood this only in terms of his sensory faculties

25 of perception and sense of temperature, but not (.)

26 It is visible here that she is she can be reached but he is frozen.

27 I: At this point?



8 Interpersonal Process Recall in Systemic Research … 179

28 T: Yes, there is a clear difference between her degree of openness

29 and his. My idea here is indeed to take care of him

30 as she she has already bought [into the idea of therapy]

31 I: Aha, 2nd minute [referring to the moment of the session]

In lines 05–07 the therapist indicates a risk of developing a stronger alliance with
the wife than with the husband. By using the pronoun here (meaning here in the
session as seen on the video) and then continuing in the past tense I was concerned
about an alliance with her, he refers to his worries, indicating that they were evoked
in him at the time of the session. Directly after that, by using the future continuous
formulation we will be warming ourselves together and he will be over-heated and
not acknowledged he indicates that already at the very beginning of the session he
was troubled about developing an uneven alliance with both spouses in the further
course of the session. The therapist demonstrates an awareness (professional voice)
of the complex dimension of the therapeutic processes—the risk of developing a split
alliance; the solution (as a kindof repair) is rooted in his physical action (repositioning
the heater).

By using the psychotherapy related term alliance the therapist positions himself
in the SRI as a professional who is able to reflect upon the session while conducting
it. Besides expressing his concern, he situates himself also as one of the actors in the
story (embodied experience of the temperature).Moreover, he constructs the position
of an observer who is reflecting upon the course of the session.

In lines 18–23 he reveals his experiential, personal voice conveying his bodily
sensations (I entered being frozen), which he felt at the beginning of the session
(past tense: I entered). Continuing his utterance, the therapist shifts from his body
related experiential voice of being frozen into another experiential voice conveying
uncertainty and surprise related to the husband’s perception of the temperature in
the room (l.22–23), I wasn’t sure whether he is serious or if something isn’t ok with
him because it is diabolically cold, but he is too hot. By maintaining his experiential
voice, the therapist is presenting himself as an actor in the story. By recalling his
experience during the therapeutic session (I entered being frozen) he positions himself
in the embodied interaction with other participants: it is diabolically cold, but he is
too hot. While remaining in the actor’s position and evoking the personal voice,
the therapist ends up expressing astonishment regarding the husband’s embodied
experience. Additionally, he introduces a normative statement: something isn’t ok
with him, as a possible explanation of the man’s behaviour.

Continuing the topic, the interviewee shifts again into his professional voice by
saying (l.24) I understood this only in terms of his sensory faculties, (past tense—
referring to the investigated session), but at the same time indicating that now (after
the therapy session, during the interview) he has attained additional understanding.
This important shift between remaining an actor in the story (personal voice) and his
self-positioning on the meta-narrative level enables him to realize the limitations of
his earlier vision.

Thereafter, in line 26 he uses present tense It is visible here (in the video sequence)
that she is she can be reached but he is frozen. He depicts the asymmetry in expe-
riencing the temperature in the room as a metaphoric manifestation of the spouses’
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openness for the therapy (l.28): Yes, there is a clear difference between her degree
of openness and his. The last part of his utterance is expressed from the position of
professional self in the voice of explaining his behaviour: My idea here is indeed to
take care of him as she has already bought [into the idea of therapy], giving to him
the position of the director in the scene who is taking responsibility for integrating
the husband into the therapeutic system. However, it isn’t clear whether this complex
understanding and planning of the therapeutic process was consciously available to
him while he was acting or only ex post, i.e. after the session.

Next, wewould like to present the second example (extract 2), which is taken from
the RelationalMind Project. The investigated session with a heterosexual couple was
conducted by two couple therapists (one male and one female); here we focus on the
SRI with the male therapist.

Couple Therapy Research 2

The Scene from the Therapy Session: Making Comparisons
Between Couples

The female client discusses an example where her friends, a couple, had brought
off an agreement. She tells how the couple had tried to agree upon a floor covering.
Every time they noticed that they did not find a way to see eye-to-eye, they put the
topic aside and so were still able “to further look at each other”. The female therapist
asks her what her husband does not like about that. The woman says in response:
“that I compare us with others”. She would not want to do it exactly that way, but
she would like to learn certain general principles by watching. She thinks it was a
good way for the couple to reach an agreement; both moved towards each other,
they were still close to each other and found a solution which would satisfy both.
The female client wishes this also for her own relationship. In the scene played, the
woman prevails as a speaker, the husband makes barely one utterance. The woman
gesticulates with her hands during the entire speaking time, speaks in a loud voice
and glances repeatedly over to her husband. The man displays few movements in
this scene; he looks mainly at his wife, seemingly detached.

IPR/SR interview. After this sequence, the researcher stopped the video and
started the interview:

Extract 2: Transcript IPR/SRI with Male Co-therapist

01 I: Okay [name of the therapist], what did you think and feel at that

02 moment during the session?
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03 T: Um (.) I tried (struggle to be neutral) to keep an eye on both and

04 (.) um one immediately felt an impulse um (.) to stay more with the

05 man because I (1) otherwise I had the feeling oh that is now a topic

06 he does not like at all, so already when she started here, we have

07 among our relatives or friends or something a couple, well there I

08 noticed, comparing is not his thing, he thinks, it is silly now (.) and

09 I thought it was very interesting how he behaved just there – it

10 cannot be a coincidence > shakes his head from one side to the other<

11 but can also be such a thing, well I need a distance

12 i-it was not said n the therapy, the man did not say that

13 there to um (4) it is a little bit that I have a feeling

14 with Mrs [name], once she has constructed

15 such um a picture, she embellishes it, I called it

16 in my notes from the first session embellishment hang-up

17 while he has well the order hang-up(1) and um (3) well it took a

18 bit too long for me all the things she elaborated on, (.) yes (.) and

19 she always [name of the female therapist] and looked at me and um I

20 would have wished that she [female patient] looked (also) more

21 towards her husband, then she would have perhaps also realised that he

22 somehow well also, for me he had signalled it is enough now, I got it

23 by now, I have actually understood it by the second sentence (.) um

24 (1) I had the feeling she was explaining something to herself there,

25 it is all right, too, um hm (.) whether it is helpful for the process

26 one must simply see this is what crosses my mind (4)

27 I: Mhm what did you feel at that moment?

28 T: (2) well the feeling was, I know this feeling um, when someone

29 confronts you with comparisons, that I also rather go on the

30 defensive (1) so I was able to (.) um (.) empathise with Mr.

31 [1st letter of name]’s situation (1) and um at the same time um as

32 I like to tell stories, I could also empathise um with the woman,

33 who explains it so, um I am also quite fond of doing it [

34 incomprehensible 2-second sequence] so similar structures take place

35 also in my case sometimes, although I imagine that I keenly watch my

36 interlocutor with who I am talking in that moment

37 and wait for reactions (.) this is what I was emotionally going

38 through, so to speak

At the beginning of his utterance, in lines 03–06, the therapist uses past tense:
I tried, felt an impulse, I had the feeling, thereby indicating that he is referring to
his mental states that were invoked in him during the session, positioning himself
as one of the characters of the story he is telling. He starts with his professional
self, indicating that he was able to maintain a meta-perspective while conducting the
session I tried (struggle to be neutral) to keep an eye on both (l.3). Immediately after
this statement, he shifts into an impersonal experiential voice:umone immediately felt
an impulse um (.) to stay more with the man (l.4). The emergence of the experiential
voice seems to indicate an inner dialogue between voices: he was closer to the man in
spite of his professional intention to keep an eye on both. It needs to be emphasized
that both personal-experiential voices were told as a self-reflective observation: one
immediately felt an impulse um (.) to stay more with the man, and I had the feeling oh
that is now a topic he does not like at all.Thereafter, he shifts into the reflection on the
patient’s state of mind in the course of the session, using direct reported speech: he
thinks, it is silly now, and again starts to describe his ownmental processes in relation



182 M. Borcsa and B. Janusz

to the patient, positioning himself as an observer: I thought it was very interesting
how he behaved just there.Hemaintains the position of the character in the story, but
remaining in his professional role. He finishes his utterance by the meta-reflection: it
cannot be a coincidence.Continuing, he comes again close to the husband by putting
himself in the husband’s shoes and thereby inferring his possible stance during the
session: but can also be such a thing, well I need a distance (l.11). Through the
dialogue between his experiential, personal voice (closeness to the husband) and his
professional voice (the position of an observer), the therapist indicates the possibility
to resonate with the patient’s stance during the session. By saying, in the past tense,
I thought it was very interesting how he behaved just there, the therapist seems to
refer to his thoughts in the course of the therapeutic session. In the next statement
by employing the present tense: it cannot be a coincidence and but can also be such
a thing, well I need a distance he indicates the ongoing reflection at the time of the
interview, which leads again to giving voice to the male client and his feelings: well
I need a distance. The talk depicts thinking aloud phenomena (see also the pauses):
it cannot be a coincidence, which at the same time can serve as auto-reinforcement,
reassuring himself and the receiver of his talk about the validity of the statement.

Thereafter, starting in line 13 he presents the characteristics of both spouses
from his point of view, commencing with the wife: ….in my notes from the first
session embellishment hang-up, while he has well the order hang-up. Introducing
the symmetry in the description might indicate his efforts to regain the professional
stance of neutrality,10 after being closer to the husband’s perspective (l.4–13). In this
segment, the therapist positions himself entirely in the professional stance by refer-
ring to typical therapist’s attributes: in my notes. In spite of not using therapeutic
language semantically (see alliance in the example above), his way of speaking
contains typical category-bound action related to diagnostic talk, inwhich the patients
are classified. The presented segment does not indicate any new understanding or
insight achieved, e.g. by recall of the past experience or putting into words something
that was in his mind during the session. Rather, it can be treated as self-assurance
by referring to the knowledge that was obtained and written down after the session.
Anyway, he stays more distanced from the wife (l.17–18): it took a bit too long for
me all the things she elaborated on.

In the next segments the therapist shifts again closer to the husband (without
indicating his awareness of thismove) by saying I would havewished that she [female
client] looked [also] more towards her husband, then she would have perhaps also
realised that he (l.19–21). The therapist positions himself as being inside the story
by going back to his motivation in the moment of the session, while the account may

10Neutrality was initially understood as a particular attitude of the therapist manifested by temporal
shifts of alliances between the therapist and each participant (Selvini-Palazzoli, Boscolo, Cecchin,
& Prata, 1980), maintenance of neutrality in respect of the therapist’s own belief and value systems
(Tomm, 1984), and a particular therapeutic outcome (Brown, 2010). According to the Milan school
(Selvini-Palazzoli et al., 1980), neutrality is one of the three central tenets of conducting family
therapy sessions, the others being the testing of hypotheses, and circularity. In order to achieve
the position of neutrality the therapist constantly forms hypotheses by which to understand the
behaviour of a problematic client in a non-judgemental, relational way.
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serve at the same time as a post hoc explanation for his impulse to stay more with
the man. In lines 22–26 he elaborates on this in more detail: then she would have
perhaps also realised that he somehow well also, for me he had signalled it is enough
now, I got it by now, I have actually understood it by the second sentence (.) um (1) I
had the feeling she was explaining something to herself there, it is all right, too, um
hm (.) whether it is helpful for the process one must simply see this is what crosses
my mind (4). The therapist explains his understanding of the non-verbal behaviour
of the husband, once more giving him the direct speech: I got it by now on the level
of the story plot. The interviewee positions himself in contrast to the female client,
thereafter trying to give meaning to her behaviour, almost as a dialogue between an
experiential voice and a professional position. Finally, themeaning-making is done in
a psychologizing manner, validating it but immediately afterwards being questioned
on the level of the therapeutic process by switching to the professional voice-stance.

In the next segment, after the interviewer’s question (l.27), the therapist is able
to accomplish his professional position (the symmetry in relation to each spouse).
In lines 28–30 he uses the present tense while referring to the husband’s potential
internal stance during the session and his (therapist’s) own characteristics: I know
this feeling, I also rather go on the defensive, and by shifting into the past tense he
finishes the sentence: so I was able to empathise with Mr. This also demonstrates
a move towards reflecting upon a particular facet of his personal characteristics:
I know this feeling, I also rather go on the defensive. Thereafter, by positioning
himself on the level of the story, he shifts into the displaying of his therapeutic
capacity in the session: so I was able to empathise with Mr. (l.30). The same shift
of time perspectives and positions occurs in relation to the female client I like to tell
stories, I could also empathise um with the woman (l.32). This segment shows that
the personal, self-reflective voice regarding the therapist’s general predispositions,
interconnected with the personal voice on the level of the story, can lead to reflective
insight into professional practices. In this moment of the interview, the therapist indi-
cates his efforts to achieve his professional stance bymaintaining symmetric empathy
towards both spouses. The present segment can be seen as an example of employing
a personal experiential voice—an awareness of one’s personal characteristics—in
order to accomplish a professional stance—an insight. Thereby the therapist shows
in what way his personal resources may contribute to empathizing symmetrically
with both spouses. Nevertheless, by the utterance I imagine that I keenly watch my
interlocutor with who I am talking at the moment he introduces another difference
between himself and the female client (l.35), indicating that he is still struggling with
his neutrality.

Recapitulating extract 2, we observe that at the beginning of the SRI the therapist’s
experiential voice situates him closer to the husband: um one immediately felt an
impulse um (.) to stay more with the man. Yet, he is not just re-acting this closeness
but rather positions himself as reflecting upon this experience in the session.Recalling
his internal states from the session together with employing a reflexive stance in the
course of the IPR/SRI enables him to understand in what way he utilizes his personal
resources in order to accomplish his professional identity, even if he is not regaining
total neutrality.
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Discussion

Understanding the IPR/SRI as a specific storytelling practice, and inspired by the
distinction between personal and professional self, we described the complexity and
the dynamics of recalling and getting reflective insight into therapists’ professional
practices in the course of IPR/SRI.

In comparing the similarities and differences of the two interviews, we realize that
both therapists are discussing the aspect of possible asymmetries in the therapeutic
system. Therapist 1 is referring to more closeness to the female client, therapist 2
to the male client. To overcome this felt asymmetry, therapist 1 intervenes directly
in the scene, therapist 2, being more in the position of a listener and observer in the
therapy situation itself, uses the IPR/SR interview to reflect upon the experienced
situation.

From this perspective, therapist 1 (who himself stops the video) is explaining his
intervention of repositioning the heater, therapist 2 (being confrontedwith a sequence
chosen by the interviewer) is reflecting on the case and on his internal states being part
of this therapeutic system; he presents resonances and reflections, almost in a self-
supervisory manner. Through the differences in the therapy and research settings of
the two projects, therapist 1 holds the sole responsibility for structuring the situation
and the therapy process, in the second case we are dealing with a couple co-therapy,
an other (female) therapist is taking part in the session.

In the following, we discuss the results on three levels: (1) therapists’ discur-
sive practices of positioning themselves through displaying their professional and
personal identities; (2) the dynamics of interviewees’ positioning in the IPR, i.e.
shifting between the described episode and the interviewees’ mental states: thinking
by talking, recalling by thinking, feeling by acting out and (3) thinking aloud as the
IPR related storytelling practice.

Displaying professional and personal identities. The interviewees’ posi-
tioning—referring directly to the professional interaction or commenting on it retro-
spectively—seems to be particularly relevant while investigating professional prac-
tices. In extract 1, the therapist positions himself as the actor in the story by pointing
out his bodily sensations and astonishment at the husband’s perception of the temper-
ature in the room. This specific reference to the level of the story (using past tense)
evokes his experiential personal voice. Further on, by shifting into the present tense,
and displaying such facets of his professional identity as interpretation, by attributing
metaphoric meaning to the husband’s bodily sensation (Davies and Harré, 1990;
Bamberg, 1997; Bamberg & Georgakopoulou, 2008), he positions himself in the
professional stance. Additionally, he uses a specific therapeutic code-choice (Sacks,
1992) by pointing at the husband’s openness for the therapy.

The dynamic aspect of positioning appears in extract 2, where the therapist recog-
nizes the felt proximity to the male client, which emerged in him in the course of
the session (past tense). Although he talks from the position of experiential personal
voice, he also displays his professional stance by situating himself in the position of
an observer: felt an impulse um (.) to stay more with the man. From this position, he
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shifts into describing the relations between the other actors of the story (especially
the husband and the wife), resonating with the male client’s state in the session,
expressing the voice of the husband: he thinks, it is silly now; I got it by now and
I need a distance. He is continuing with the construction of personal similarities
between the figures in the story and himself, and ending with a difference between
himself and the female client.

In both presented cases of positioning, we need to acknowledge the specificities
of IPR interviews that evoke situational identities (Bamberg & Georgakopoulou,
2008; Deppermann, 2015); the therapist is bound to recall his subjective mental
states connected with his (actual) professional position: both, the IPR/SR interview
situation as well as his professional identity, create a respective obligation. Both
examples refer to the awareness towards keeping a neutral or a multipartial alliance
with both spouses, which is a guiding principle of systemic couple therapy.

The analyses of the presented cases indicate that the inner conversation between
the therapist’s two positions of self (experiencing and professional) can be seen as a
circular process, i.e. shifting from professional voice into experiential and vice versa.
What is more, the circularity thereof is mediated by the therapist’s observer stance,
his shifting between the recall of the internal states in the session, making sense on
the level of the story, and employing a reflective stance in the IPR/SRI situation.

When the process of shifting between the therapist’s positions stops and only
one type of voice (identity) is maintained within one topical segment of talk, this
seems to create an obstacle for getting new insight or even recall. Extract 1 shows
that maintaining the personal voice and the position of an actor in the story puts the
therapist into the normative stance: I wasn’t sure whether he is serious or if something
isn’t ok with him because it is diabolically cold, but he is too hot.Whereas in extract 2
enacting entirely the professional stance leads to categorization of the patients ….in
my notes from the first session, embellishment hang-up, while he has well the order
hang-up, once she has constructed such um a picture, she embellishes it.

Our analysis shows that shiftingbetweendifferent levels of the storytelling—being
an actor in the story (personal voice) or displaying professional identity—leads to the
activation of reflective insight into one’s professional practices. While being stuck
in one position, be it the personal or the professional, led to normative statements.

The dynamics of speakers’ positioning in the IPR. The uniqueness of recalling
social interaction, in this research a couple therapy session, lies in putting into words
the embodied, mental experience that emerged in its course. Shifting between the
personal and professional domain, being an actor in the story as well as an observer
while commenting upon particular segments of the session seem to constitute the
creative space produced by IPR, which is at the same time recalling, understanding
and thereby using it as a source of insight.

Yet, it is also important to mention that during the IPR/SR interview the profes-
sional has the implicit or explicit understanding andmemory of the entire investigated
session; the interviewee uses knowledge which he did not have at the beginning (at
the time of the episode that is brought to mind in the IPR). This was particularly
evident in case 2, when the therapist mentions “the notes” he made after the session.
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From this perspective, the calling to mind in the course of the IPR procedure is
rooted (i) in the memory of the investigated moment, (ii) the memory of the whole
session, (iii) the stimulus of the video playback of the session (the segment under
investigation) and (iv) in the interaction with the interviewer (interviewer’s questions
or comments depending on the approach11).

Typically, the practice of storytelling is grounded in the reporting of the events
that happened in the past. The teller either situates himself/herself in the position
of an actor who actively took part in the described events or as an observer. His or
her subjective comments are treated as insertions containing, e.g. his/her evaluation
or reflection (see Labov, 1972, 1982; Labov & Waletzky, 1967). The storytelling in
IPR focuses on sharing a therapist’s professional or personal subjective experience
while referring to the investigated event, the therapeutic session. The analysis shows
that this kind of insertion - shifting between one’s own mental states and referring
to the investigated action (and vice versa) - creates a particular source of reflection
and insight.

To sum up, IPR analyses show the appearance of new insight as a creative process
of (re-) construction through the narrator’s shifting between narrated story and his
subjective states. We could say that shifting between the described episode and the
interviewee’s mental states creates such phenomena as: thinking by talking, recalling
by thinking or feeling by re-acting the investigated interaction.

Thinking aloud as the IPR related storytelling practice. The present analysis
of the conversational means of the storytelling indicated that in the IPR/SR interview
the therapist shifts between the role of an actor engaged in the investigated moment,
the observer of the session (Rober, 2005, 2014), and the interlocutor in the actual
talk. Furthermore, we identified the practice of thinking aloud, which seems to be
characteristic of the IPR related practice of storytelling.

Thinking aloud is displayed in a combination of recall, commenting on the video,
shifting between time frames (in the session and in the interview situation) and
eventually formulating insights in the here-and-now. The interviewees, being both
actors and observers, bring both aspects together to make sense of what they see in
the video. The very idea of thinking aloud involves actively looking for meanings
and finding connections between different multimodal experiences during IPR/SR
interview; the creative aspect of thinking aloud is depicted by a tentative mode
of speaking. In extract 1 (lines 24–26), the process of thinking aloud involves the
therapist’s awareness of his limited understanding in the course of the session: I
understood this only in terms of his sensory faculties but not—at this point the
interviewee aborted his statement in a grammatical sense. It was, however, further
continued by shifting into an observation It is visible here that she is, and after this
unfinished sentence he added the interpretation, she can be reached but he is frozen.

In the second example, the practice of thinking aloud was particularly visible in
lines 07–13; it starts again from the therapist’s indicating his perception marked by

11In the first research design (see extract 1), the interviewer was more active, commenting the
investigated segment herself/himself. In the second one (see extract 2), the role of the interviewer
was more standardized asking questions about the cognitions and emotions during the session.
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an interjection12 well, there I noticed. Further on, the interviewee goes back and forth
between the session and the interview situation, trying to give meaning to what he
experienced and what he saw in the video I thought it was very interesting how he
behaved just there—it cannot be a coincidence > shakes his head from one side to
the other < but can also be such a thing, well I need a distance i-it was not said in the
therapy, the man did not say that there to um (4) it is a little bit that I have a feeling.
From a systemic perspective, we can observe the development of hypotheses by the
therapist. In this case, the hypothesis is focusing on the husband, even giving him a
direct voice, but not necessarily looking at the couple as a system.

To sum up, the analyses presented here indicate that thinking aloud can be treated
as the particular IPR related storytelling practice which predominantly involves the
narrator’s insertions of subjective comments (Labov, 1972, 1982; Labov&Waletzky,
1967) and constant shifting in the narration between the time frame of the past and
of the present.

Limitations, Methodological Reflections and Conclusions

As we brought two research projects together, both of them using IPR/SRI in couple
therapy, we would like to conclude this chapter with some reflections on limitations,
methodological similarities and differences we became aware of while doing the
analyses.

First,wewant to point out the challenge connectedwith thewayof interpreting and
presenting our data, which are translations from two different languages into a third
one, ofwhich none of us is a native speaker.We tried to solve this difficulty by starting
the interpretation in the respective original language, discussing the interpretation
with the translator and re-checking the translation in each language.13

With regard to similarities and differences in our projects, using IPR method-
ology, we would like to indicate: in project 1, therapists (interviewees) as well as
interviewers have the control to stop the video at the sequence they want to comment
on. In extract 1we can see in the conversation of therapist and interviewer (I: I wanted
to ask you exactly about his moment) that both persons found this moment mean-
ingful. In project 2, the clips shown are selected by a research-practitioner (in our
case also the interviewer) according to the above-mentioned criteria. This means that
the therapist of extract 2 has actually no choice but to comment on this segment (and
we do not know to what extent this would have been an important sequence for him).

12Expresses spontaneous feeling or reaction, here used as a hesitation marker.
13The main concerns in presenting translations in scientific publications usually involve the level
of transcription detail and the way the translations are physically present in the text (Nikander,
2008). We decided not to present the original transcripts due to the space in the chapter related to
its double focus: presenting the IPR/SRI as a tool as well as presenting results. In order to make
the translation transparent to the reader, we have needed to insert three lines: original talk, word-
by-word translation in the next line (to give the reader information about structural details of the
speech), and idiomatic English translation in the third line.
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We see that this second context creates muchmore searching and probing of different
positions in the talk of the therapist and fosters the thinking aloud process, while the
therapist in extract 1 might have his story already at hand (although he might also be
affected by watching the video and by the interviewer’s questions, instigating new
insights). Both methodological options are viable and should be chosen to suit one’s
own research purposes.

From our point of view, traditional versions of both—Interpersonal Process Recall
and Stimulated Recall Interviews—are clearly biased with regard to recall and do
not fully grasp the complexity of what is happening during the interview situation
itself. The more descriptive “Self-Confrontation Interview” (Breuer, 1995) might be
more adequate in researching the (re-) constructive processes, which happen while
observing oneself being part of a therapeutic interaction.

The dialogical approach to research systemic psychotherapy proved to be a
helpful methodological framework, especially with regard to the distinction between
personal and professional selves. Although in both extracts the therapists were able
to recall their professional voices, which were identified by them as emerging in
the course of the therapeutic session, in the end it is not possible to establish the
influence of the therapists’ inner dialogue on their external conversation during the
session (Rober, 2005). This might be easier if the psychotherapy under investigation
was highly manualized and the therapist knew in advance (and hence also after-
wards) what he/she is doing in the therapy session and with what intention. In non-
manualized therapies, however (and that means, in most systemic approaches), the
specific therapeutic session has to be understood as a process under (co-)construction.
This particular process embeds a multitude of social identities and professional prac-
tices. From this perspective, the IPR/SR interview can be understood as one specific
way of re-constructing ex post the construction of the therapeutic session, whereas
this re-construction is happening in a new social interaction, influencing it.

Multi-actor psychotherapy, like couple and family therapy, involves a higher level
of complexity in terms of interaction than individual therapy performed as a dyad: this
should not be understood as a limitation for the IPR/SRI methodology in this therapy
context but rather as a creative challenge. That is surely a part of its fascination.
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Chapter 9
Bringing Mental Health Back
into the Dynamics of Social Coexistence:
Emotional Textual Analysis
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Abstract Emotional Textual Analysis (ETA) is a psychoanalytically informed
method of text and discourse analysis that was developed in the 1980s as a tool for
psychological research and intervention with social groups, institutions, and organi-
zations. ETA hypothesizes that emotions expressed in language are a fundamental
organizer of relationships. By detecting clusters of emotionally dense words within
a text (through a procedure that combines quantitative—software supported—and
qualitative data analysis), this method enables the exploration of the unconscious
emotional dynamics underpinning processes of sense-making within social groups
and organizations. This chapter aims to discuss the contribution that the ETAmethod-
ology can offer today to mental health studies. We will present two case studies. (a)
In the first one, ETA served to shed light on a new issue that has arisen in the mental
health field: an unprecedented increase over the last few decades in psychiatric diag-
nosis related to children’s difficulties at school. (b) In the second one, ETA was used
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within the framework of a 3-year intervention-research with a healthcare organiza-
tion providing services for adult disability. The organization was stuck in a growing
conflict with the family members of the service users. Our results corroborate the
hypothesis that contemporary mental health risks—as well as demands and devel-
opmental trajectories—cannot be understood by looking solely at the individual; it
is crucial to bring them back into the current dynamics of social coexistence, by
means of methodologies that allow us to study the relationship between individuals
and changing social contexts.

Keywords Textual analysis · Psychoanalytic theory · Psychosocial research ·
Institutional cultures · Inclusion · Diagnosis · Special educational needs ·
Client-staff relationship · Family-teacher relationship · Emotional symbolization

Introduction

Events on a global scale—such as the 2008 financial-economic crisis as well as
the new migrations in Europe—have affected our social systems, in recent years,
impacting so deeply on the experience of coexisting that, when dealing with “mental
health,” one cannot fail to take into account the social contexts in which the multiple
issues we refer to with this term are situated. Thus, when it is said that mental health
is rising to a global challenge, this means in our view that it is becoming all the more
important in the present not to split mental health and mental illness issues from
a more global understanding of the issue of social coexistence, in its affective and
historical dynamics.

This would require a paradigm shift from the still dominant biomedical model
toward psychosocially oriented models of analysis and intervention.

On the one hand, we could say that what sociology called individualization of
problems and experiences (e.g., Beck, 1992; Giddens, 1991) has gained further
momentum in the last few decades, along with an increasing effort to diversify
and individualize patterns of health and social care (Needham, 2011). The case of
education is a perfect example of this, with a worldwide surge in children diagnosed
with learning disabilities (see, for example, Paniccia, 2012a, 2012b). On the other
hand, from a different perspective, it becomes evident that the experience of being
at risk of becoming socially marginalized, due to the impossibility of finding a place
within the social system, affects more and more people, and this happens especially
in countries where trust in legitimate institutions, and hence in the meaning and
purpose of living together, is undergoing a deep crisis (Carli, 2017).

From this point of view, we believe that contemporary mental health risks—as
well as demands and developmental trajectories—cannot be understood by looking
solely at the individual; it is crucial to bring them back into the current dynamics
of social coexistence, and in order to do that we need research methodologies that
allow us to study the relationship between individuals and changing social contexts.
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In this chapter, we shall examine a psychoanalytically informedmethod of text and
discourse analysis, i.e., Emotional Textual Analysis (ETA), that was developed in the
1980s by Renzo Carli and Rosa Maria Paniccia to enable psychological research and
intervention with social groups, institutions, and organizations (Carli, 2018; Carli &
Paniccia, 2002; Carli, Paniccia, Giovagnoli, Carbone, & Bucci, 2016).

A significant development took place in psychoanalytic theory, especially in the
1970s, based on several international contributions leading to a new formulation of
theunconscious as a symbolicmeaning-makingprocess unfoldingwithin and through
social relations (i.e., beyond the intrapsychic domain). The development of psycho-
analytically informed methods of text analysis was in multiple ways connected to
this theoretical shift, which inspired new active tools of social research and interven-
tion. In the first section of the chapter, we describe some methodological features
of ETA and the theory of mind and of social relationship inspiring it. We will also
provide elements concerning the history of this tool, which is significant not just in
terms of scientific innovation but also of the cultural context from which the method
stemmed: a context of widespread interest in the functioning of social groups and
organizations, as well as in the link between subjectivity and culture. It is important
to bear this background in mind in order to grasp the difference between this method-
ological perspective and the present scientific and cultural context—epitomized by
the radical shift to an individualistic paradigm in psychological sciences (Plamper,
2018)—and thus define the contribution that the ETA approach can make today to
mental health studies.

In the following sections, we present two case studies, where ETA was used for
different aims and levels of inquiry. In thefirst study,ETAserved to shed light on anew
demand that has arisen in the mental health field: that is, an unprecedented increase
over the last few decades in psychiatric diagnosis related to children’s difficulties at
school. The meaning of this phenomenon remains still very unclear in the literature;
wewill propose a hypothesis based on our findings. In the second case, ETAwas used
within the framework of a 3-year intervention-researchwith a healthcare organization
providing services for adult disability. The organization was stuck in a growing
conflict with the family members of the service users, whose requests were perceived
by the staff as apparently unlimited, pressing and intractable.

Incidentally, the two studies are closely interconnected: our results suggest that the
rise of a diagnostic culture in school is undermining the precious socializing function
that education had historically served in Italy. In a previous study carried out with the
same methodology (Paniccia, Giovagnoli, Bucci, & Caputo, 2014), we found that
families in central Italy perceived the school system as the only service attending
a socializing aim for their children with disability. Reading together the results of
the studies that we discuss here and the study from 2014, we can hypothesize that
the spread of a diagnostic culture in school is also contributing to greater isolation
for families with members with disability, particularly mental disabilities, whose
requests toward the healthcare services becomemore andmore pressing, demanding,
and hopeless.
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Emotional Textual Analysis

Theoretical Framework

Emotional Textual Analysis hypothesizes that emotions expressed in language are a
fundamental organizer of relationships.

From a theoretical-epistemological viewpoint, ETA rests on a specific theory
of emotion as a form of knowledge linked to the unconscious, which participates
in the psychological construction of reality, according to rules that psychoanalytic
theory has sought to explain. Specifically, the work of Matte Blanco and Fornari was
central to the development of ETA. Both these authors started from a rediscovery
and reinterpretation of Freud’s first writings on the unconscious.

Matte Blanco (1975) considered all the spatial and structural models used in
psychoanalysis until that time as inadequate in describing mental phenomena: in
particular, the conceptualization of the unconscious as the region of repressed
contents, which, being morally unacceptable or too distressing, are banished from
consciousness. By introducing a radically different interpretation, Matte Blanco
described conscious and unconscious in terms of bi-logic, that is, of two different
modes of sense-making constantly interacting with each other: namely, while
conscious thought follows the rules of cognition informed by the non-contradiction
principle, the unconscious being is informed by the principles of symmetry and
generalization, which found our emotional way of experiencing reality. This bi-logic
implies that those aspects of reality thatwe perceive as endowedwith a univocal sense
in terms of cognition are, at the same time, polysemic—that is, they evoke multiple
implicating experiences and associations—in terms of unconscious meaning (Bucci
& Vanheule, 2020).

According to the Italian psychoanalyst Fornari (1976), this double level of
meaning is reflected in language and can be inferred by studying language. The work
of Fornari shed further light on the affective implications of unconscious semiosis,
thereby contributing to a shift in psychoanalytic theory from a drive model to a semi-
otic model of the mind. By semiotic we mean a model of the mind as an ongoing
process of meaning-making that mediates our relation to the world and takes places
by means of semiotic devices (such as language), the effectiveness of which depends
on social exchange (Salvatore & Freda, 2011). Fornari maintained that unconscious
symbolization transforms objects of reality into objects charged with affective value;
that is objects that engage us in an affectively meaningful relationship1: i.e., friend
or enemy, benevolent or threatening, vital or destructive instances. Without such a
primal signification, Fornari says, sensory data coming from experience would be to
us only raw data, quite irrelevant for the purposes of survival. At the same time, given
the veryway inwhich an affective symbol functions—i.e., given its symmetrical, arbi-
trary, and polysemic nature—it intrinsically implies a confusion between the self and

1Fornari’s theory of affective codes (1976) builds on Melanie Klein’s object relations theory, in
which we find for the first time a distinction between internal and external objects.
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the other, between the inner and outer world, as well as between good and evil. This
creates the basis for the incessant need in human beings to verify and negotiate the
meaning of things intersubjectively—which happens through language—so as to
establish socially effective cultural codes. Affective symbolization needs a cultural
code to become effective in terms of reality (Fornari, 1981).

Renzo Carli and Rosa Maria Paniccia—founder members of Italian psychoso-
ciology—pushed this theoretical pathway forward by translating it into a theory of
the technique of psychological intervention, not just with individuals but also with
social groups, institutions, and organizations (see Carli & Paniccia, 1981, 2003).
Their notion of emotional collusion (Carli, 2006a; Carli & Paniccia, 2003) gives
form to a social model of the unconscious. The basic assumption is that every aspect
of social experience, from the point of view of the unconscious knowledge, is poly-
semic in the sense outlined byMatte Blanco, that is endowed of multiple, potentially
infinite emotional connotations. Within the social relationship, such a polysemy
progressively reduces itself giving rise to a common symbolic process between the
participants in a context. This process of sharing the emotional sense of reality
between social actors is what Carli and Paniccia call collusion (from Latin cum
ludere, literally, playing together) and it works as a sort of implicit premise that
primes subsequent interpretative activity and interactions within a context: i.e., ways
of interpreting events, evaluating, and decision-making (Salvatore & Freda, 2011).

Think for instance of a class in a primary school,whose progress evidently depends
not just on the students’ cognitive skills or the teachers’ technical competences, but
also on the relationship between students and teachers, underpinned by the way they
reciprocally emotionally symbolize the process of learning, in its various compo-
nents: e.g., the experience of making mistakes, of exploration and creativity, of
competition and cooperation, of achieving goals, of being evaluated, and so on.

Carli and Paniccia’s work within a broad, varied research and clinical field shed
a new light on the functioning of social groups and organizations, by mapping
emotional meaning-making activity inside them. They developed ETA with the goal
of establishing a standardized tool for studying the emotional collusive dynamics
underlying social relationships in social and organizational contexts, based on the
analysis of texts produced by participants in the context. The outcome of these anal-
yses could be used within the framework of psychosocial interventions in order to
foster local relational and organizational competencies.
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Operational Procedure

When using ETA, the process of inquiry most often starts from focus groups or
individual interviews based on one initial open-ended question aimed to let the
interviewees freely narrate their experience with regard to the research topic.2

The interviews are recorded, transcribed verbatim and put together in a single
textual corpus, for the analysis of which ETA uses a specific procedure that integrates
multivariate quantitative analysis and qualitative analysis. This procedure aims at
breaking up the narrative order of the text, with the scope of allowing us to grasp a
different order within it, which we assume to be an emotional order, based on the
symmetrical logic of the unconscious.

One of the endeavors of ETA’s authors was to exploit new chances for exploratory
multivariate analysis of contingency data sets emerging in linguistics (in the wake
of the work of Jean−Paul Benzécri [1973], for example), to pursue the new lines
of inquiry that had opened in psychoanalysis with the hypothesis of a polysemic
unconscious.

The quantitative analysis “starts by isolating in the textual corpus what we call
dense words: that is, words whose emotional meaning (emotionally charged with
polysemic values) is immediately evident even when we take the word out of its
discursive context. Dense stands here for emotionally dense. For example, words
such as ‘to go away,’ ‘hatred,’ ‘failure,’ or ‘ambition’ are characterized by amaximum
of emotional density. By contrast, words like ‘to go,’ ‘to think,’ ‘to do,’ like modal,
auxiliary and widely used verbs, or many adverbs, have a low emotional profile and
do not indicate emotions except, at times, within a sentence (Carli et al., 2016)”
(Bucci & Vanheule, 2020, p. 280). These are considered non-dense.3 This is made
possible by using software for text analysis, such as Alceste (Reinert, 1983, 1990)
or T-Lab (Lancia, 2004), which generate a dictionary of all the words contained
in the text, with related roots and frequencies, thereby allowing the research team
to select only the dense words among them. Then, by means of multidimensional
statistical analysis—i.e., factorial correspondence and cluster analysis—the software
enables us to study how the dense words co-occur within the text forming stable and
significant repertoires, which are then projected onto a factorial space so as to make
their reciprocal relationships clear.4 Finally, the meaning of the clusters inside the

2All the interviewees’ associations, references, and the new connections they establish starting
from the proposed question are significant for the detection of the emotional sense organizing their
discourse, while the narrative coherence of their speech is deemed irrelevant in this kind of analysis.
3Depending on the context, a word may acquire particular emotional relevance. Thus, the dense
words’ selection is guided by knowledge of the local research context.
4To be precise, these programs cut the text into segments of similar length (sentences or frag-
ments of sentences called Elementary Context Units, ECUs), which are automatically delimited by
punctuation. Thus, once the dense words have been isolated and the context units delimited, the
software constructs a matrix crossing ECUs and dense words. On this matrix the program conducts
a cluster analysis (based on a factorial correspondence analysis) designed to classify the context
units according to the similarity or dissimilarity of the words occurring in them so as to map the
most significant lexical repertoires in the text. For each cluster we have a list of the dense words that
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factorial space is interpreted through qualitative analysis. The interpretation is carried
out by researchers specifically trained in the psychoanalytic models informing the
ETA method (see Carli & Giovagnoli, 2011) and proceeds as follows: beginning
with the dense words with the larger χ2 in each cluster, we first study the word’s
etymology, as a way to explore its emotional polysemy. This refers to the ability
of a word—according to the symmetrical logic of the unconscious (Matte Blanco,
1988)—to evoke an intense multiplicity of meanings, that often only become clear
if their historical roots in people’s speech are addressed (Carli & Paniccia, 2002;
Salvatore & Freda, 2011). Then, we study the associations between the words within
a cluster, in descending order of χ2 (thus moving from the central word of the
cluster toward those less significant), and subsequently the relationships between
clusters within the factorial space. Through these various passages we are able to
gradually grasp in a more precise and articulated way what meaning the problem we
are dealing with acquires for the people that we interviewed from the point of view
of their emotional implication.

The interpretative work is guided by a pool of analytic models elaborated by
Carli and Paniccia (2002), building on the abovementioned psychoanalytic theo-
retical references.5 Basically, these models distinguish different areas of emotional
symbolization that all play a role in the adaptation process between the individual
and its relational/social contexts. We can think of this process as of a continuum,
startingwith the primary emotional distinctions good/bad; friend/enemy, thenpassing
through symbolizations linked to the experience of the body—e.g., the dichotomies
inside/outside, bottom/top, or front/back. Then, we reach more elaborate, specific
areas of emotional symbolization, connected with the experience of the other, that is
of the relation to something external/extraneous to the self,6 until we arrive to models
regarding the social relation in its organizational, historically situated contexts.7

In the interpretation process, one goes constantly back and forth between the
details of words, words’ co-occurrences within the clusters, clusters’ relationships
within the factorial space, and the significance of these associations in terms of the
analytic models. We will see an example of this interpretative work through the case
studies to be discussed in the next sections.

characterize it, ordered by chi−square value (χ2). The larger this value, the more significant the
occurrence of the word within the ECUs belonging to that cluster. This means that the words with
larger χ2 in each cluster are those that most significantly distinguish one cluster from the other. We
know also how the different clusters are in relation to the so−called illustrative variables, that is
socio−demographic and other structural variables characterizing the interviews or the interviewees
in a study (for greater detail on the ETA procedure see Carli & Paniccia, 2002; Carli et al., 2016).
5A comprehensive description of ETA’s analytic models can be found in Carli and Paniccia (2002).
6The models included in this area describe a range of emotional dynamics whose common thread
is to put barriers against the experience of foreignness which is inevitably implied in any social
experience, such as the dynamics of provoking, controlling, reclaiming, possessing, mistrusting,
complaining, feeling obligated.
7Models in this area include for example the emotional difference between compliance and commit-
ment in organizational life or the difference between the organization experienced as a given entity
or as a constructed entity.
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It is important to notice that not the clusters alone but their factorial relationships
too are central in ETA to the interpretation of the data. Factors delimit the spacewithin
which the clusters of dense words are defined and find a position, thereby allowing
us to study how the clusters are related to each other as well as the meaning of such
relationships (see Figs. 9.1, 9.2, and 9.3; and Tables 9.1, 9.2, and 9.3). Statistically,
this is based on the fact that the cluster analysis from which the clusters of dense
words are obtained is performed on a previous factorial correspondence analysis8 (see
above in Footnote 3). At the same time, at the level of the qualitative interpretation of
the data, factorial relationships are essential because the goal of ETA is not to infer
different themes or positions prevailing in a text (as it happens in other qualitative
approaches, like thematic for example analysis), but instead to grasp the symbolic
process that we assume emotionally organizes the relationship between the research
participants and the specific object of inquiry. Namely, we aim to understand this
emotional process in its articulation, that is in its dynamically interrelated multiple
components.

While interpreting the clusters, in the qualitative part of ETA, we also study the
link between the clusters and the interview content, as well as with relevant literature
on the topic of study and with background knowledge of the research context and of
the local culture. This is in order to understand how the emotional symbolizations
that we have been examining give rise to specific social dynamics or are the outcome
of specific historical and cultural processes.

The qualitative analysis is usually performedby a teamof researchers,whooperate
in order to guarantee reliability of the interpretative procedure. Furthermore, final
meetings devoted to discussing the results with the research participants allow the
teamof researchers to verify and further develop their conclusions. Suchmeetings are
an important part of the ETA method, especially when this is used for psychological
interventions with organizations, which most often start from a request from the
organization itself to undertake a research action aimed at addressing a problem that
they are facing. But also when ETA is used for research purposes, final meetings with
the research participants are still essential to validate the researchers’ interpretative
hypotheses and at the same time prompt new thoughts and discussion on the problems
examined.

A History of Integration Between Research and Intervention

ETA was developed in the early 1980s in Italy from many intervention experi-
ences within manufacturing and service organizations carried out by a person with
profound experimental and psychoanalytic knowledge: Renzo Carli. From a theo-
retical and methodological viewpoint, the integrated coexistence of three domains,

8Factorial correspondence analysis is a multivariate statistical technique developed by Benzécri
and his research team, starting from the 1960s, particularly in order to study linguistic and textual
data. More exactly, ETA uses multiple correspondence analysis, which enables the detection of
underlying structures in a data set, by representing data as points in a multidimensional Euclidean
space.
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that is experimental research, psychoanalytic training, and organizational interven-
tion, was not common at that time. There was an implicit rule that clinicians did
not do research and researchers did not do clinical work. The division between clin-
ical work and organizational intervention was less marked. It was strengthened later
on, in a profound historical change, when from attention to cultures, relations, and
subjective experiences we moved toward a growing individualism and an increasing
focus on “facts,” excluding, normalizing, and pathologizing subjectivity. To better
understand the birth of ETA, we need to go back to the 1960s in Italy characterized
by economic and cultural development. In that period a new emphasis was placed
on companies and their responsibilities. What emerged from this was the concept of
human resources to be developed instead of employees to control through rewards
and punishments. It was a fervid cultural moment, which progressed further in the
1970swhen French psychosociology, aimed at understanding social dynamics from a
multidisciplinary perspective and informed by psychoanalytic expertise, encountered
its Italian counterpart which was full of initiatives in that field.

In 1981, “Psychosociology of organizations and institutions” (Carli & Paniccia,
1981) was published. The book proposed to integrate the notion of organizational
rationality, coming from economics, with psychosocial and psychoanalytic models.
Carli and Paniccia worked within an intervention designed to change the culture of
a leading Italian company: the hiring of a broad group of graduates was intended to
revitalize the management, which had been unchanged for years. Carli and Paniccia
felt it was necessary to know the culture of the company to be able to include and train
the newentrants. In thisway, the two authorswanted to avoid pursuing ideal purposes,
at the risk of failure, and they looked for existing resources in the local context to
accompany its development. They had experience in working with groups within
organizations, aimed at reflecting on the participants’ fantasies regarding the aims
of the organization itself. They had formalized a pool of analytic models designed to
translate the polysemy of the fantasies related to the organization they encountered
into psychosocial and psychoanalytic categories that allowed new hypotheses on the
meaning of the organizational experience. These were the premises of ETAwhere the
two authors felt the need for a research method coherent with the theory of emotional
collusion, to explore the culture of the company in question. Various resources were
merged: the already mentioned pool of models, along with the new multivariate
statistical techniques emerging at that time which allowed previously unimaginable
amounts of data to be processed and exploratory research to be carried out in order
to produce new hypotheses on certain themes, impossible without those data. The
two authors thought they could investigate collusive emotional symbolizations with
which members of an organization, institution, or social group requesting an inter-
vention connoted their context of belonging even if the client could not afford long,
expensive interventions. To this end, the authors designed two methods, both based
on correspondence and cluster analysis. The first one was ETA, a discourse anal-
ysis, suited to the purpose of exploring the collusive fantasies of groups of people
who could be reached with interviews and focus groups. The second one, called
ISO (acronym for Indicatori di Sviluppo Organizzativo, Organizational Development
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Indicators), was designed to analyze the data obtained through a specific question-
naire developed ad hoc on different research themes and suitable for application to
samples of large populations. The two methods could be adopted in sequence: once
the collusive specificities of a population had been identified through ETA, these
could be sampled through ISO, leveraging on the knowledge gained with ETA. Here
we focus on ETA, but we have mentioned the whole procedure to clarify how such
a research methodology unfolds.

The findings of the research that Carli and Paniccia conducted in the 1980s,
mentioned above, were used in a ten-year intervention that led to the recruitment of
about one thousand graduates. Later the two authors directed several other studies,
often using both ETA and ISO. For example, for a public administration company
providing information technology services, we measured the customer satisfaction
linking it to cultural clusters that made it possible to understand the grounds for
the different degrees of satisfaction detected; for a communication company, we
investigated the local collusive dynamics over five years, inspiring changes that
the top management planned based on our survey. We were able to map how the
organizational culture was changing, after our intervention.

From the 1960s up to the early 1990s, Italian companies and institutions invested a
great deal in organizational competences, linking them to the knowledge of organiza-
tional cultures, which our research methods contributed to discern by shedding light
on the emotional collusive dynamics underlying such cultures. Then,we registered an
important shift, whichwas evident also in our research findings. The experience of an
anomic country, controlled by elites that attacked instead of promoting competences,
became predominant in those years. Meanwhile, as the financial sector, internation-
ally, came to prevail over the “real economy,” the interest in organizational cultures
and in developing human resources dropped dramatically. In Italy, new demands
for psychosocial research and intervention emerged: with rising crises inside social
coexistence, young and older people in particular, as well as women, people with
a psychiatric diagnosis, the unemployed and patients with chronic diseases, experi-
enced new and increasing social risks. The case studies discussed here fall into this
framework.

ETA to Inquire into the Meaning of Psychiatric Diagnosis
in School

In 2015, the Italian school students diagnosed numbered 235,000, almost 2.7% of the
whole student population. Compared to 10 years before, this group had increased by
about 40% (MIUR, 2015). In 2017, the percentage rose further (Istat, 2018). Based
on the review of the literature and from the observation of several cases, we thought
that this phenomenon could not stem only from the refining of diagnostic criteria, or
from a growth in pathologies, but was instead a sign of the emergence of a diagnostic
culture in school. Diagnosis, we suggest, is not only a technical action performed
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by physicians; it is more broadly a cultural process that concerns the relationship
between children and teachers, between teachers and families, between the children
and their parents, and so on. In such a culture, disabilities, learning difficulties, and
cultural differences tend to blur and overlap, all of them becoming deficits: namely,
deficits with respect to a presumed unifying norm. At the same time, the descriptive
taxonomy of pathologies (i.e., the ICD, International Classification of Diseases)
seems to be expanding endlessly. What our study focused on was diagnosis as a
culture, which implies shared emotional symbolizations. A full description of this
work can be found in Paniccia, Giovagnoli, Bucci, Donatiello, and Cappelli (2019);
here, we dwell more specifically on the kind and level of analysis that ETA can
provide to understand the context from which new mental health demands currently
arise.

The study’s goal was to understand current school problems from the teachers’
perspective and, in particular, explore how they experience the growing number of
school children diagnosed.

We interviewed 82 teachers, divided in terms of the different stages of compulsory
education in Italy: 22 worked in kindergarten, 34 in primary and in lower secondary
school, 26 in high school.9 The interviewees’ age was classified as follows: up to
30 years (5 interviewees), from 31 to 50 years (52 interviewees), over 50 (25 inter-
viewees). Only 9 teachers were male.10 All interviewees worked in the province of
Rome. The recruitment was based on snow-balling: starting from a small group of
teachers, we asked them if they had colleagues that might be interested in taking part
in the study.

We carried out individual interviews based on an initial open-ended question. We
introduced ourselves as an academic research team interested in education and in
listening to the interviewee’s opinion about the important issues of school today as
well as to his/her experience in his/her own school. We then listened without asking
further questions. We asked permission to record the interview and declared our
intention to discuss the research findings with any participants interested in doing
so. We anticipated that the duration of the interview would be about 30 min. At the
end, if they had not mentioned it, we asked the interviewees what they thought of
the increase in diagnosis in school.

All interviews were transcribed verbatim and put together in a single textual
corpus that was analyzed by Emotional Textual Analysis. The data analysis produced
5 clusters of dense words within a factorial space of four factorial axes. Figure 9.1
and Table 9.1 illustrate the factorial space and the statistical relationships between
clusters and factors.

On the first factor, Clusters 2 and 4 (negative pole) are opposed to C 1 (positive
pole). On the second factor, C 2 (positive pole) is opposed to C 3 and 4 (negative
pole). C 5 is opposed, respectively, to C 1, on the third factor, and to C 3 on the fourth

9Education in Italy is compulsory from 6 to 16 years of age.
10Some contextual data: in Italy, 57% of primary and secondary school teachers are over 50 years of
age, while on average in Europe only 36% belong to this age group (Eurydice, 2018). In European
countries, most of the teachers are women. Italy is no exception (INDIRE, 2014).
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Fig. 9.1 Factorial space (The figure shows the key dense words in each cluster. Note The figure
represents only the first and the second factorial axis: the first factor is represented by the horizontal
axis, the second factor by the vertical axis. One should imagine the third and fourth factors as two
other axes that cross the plane in the central point, thus generating a Euclidean 4-dimensional space.
The central point represents the point of origin that cuts each factor into two semi-axes culminating
in two opposite poles: a positive pole, on one side, and a negative pole, on the other [see Table 9.1])

Table 9.1 Relationship between clusters and factors (centroid coordinates)

Factor 1 Factor 2 Factor 3 Factor 4

Cluster 1 0.7588 0.3788 0.6465 −0.0052

Cluster 2 −0.6425 0.7296 −0.2203 0.2852

Cluster 3 0.3946 −0.4247 −0.3321 0.5810

Cluster 4 −0.5658 −0.4199 0.3351 −0.1652

Cluster 5 0.3202 0.0417 −0.5394 −0.6844

Note The table shows the centroid coordinates of each cluster which indicate the cluster’s position
in relation to the factors; the higher this value (centroid coordinate), the more statistically significant
the relation between cluster and factor. The most significant relationships are shown in bold

factor. As far as the illustrative variables are concerned, C 2 and C 4 are related to
“high school,” while C 1, C 5, and C 3 are related to “kindergarten.”11

11As stated above, we call socio−demographic and other structural variables characterizing the
interviews and the groups interviewed in a study illustrative variables: in this study, we took the
different levels of education as an illustrative variable. Unlike dense words, these variables do not
enter actively in the formation of the clusters. Nonetheless, the software that we use to support
the quantitative part of ETA estimates the extent to which the different clusters of dense words are
connected to the illustrative variables (this relation is also expressed in terms of chi−square value),
which indicates, in our case, that certain associations between words occur more frequently in the
speech of teachers who work in the primary school, for example, or in the secondary school, and
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We comment first on C 2 and C 4, both positioned on the left side of the factorial
space and in relation to the variable “high school.”

C 2 is characterized by the words to study, pupils, update, to race, didactics,
bureaucracy, economy, ministry, computer. It is useful to recall here what we mean
with dense words, how the decision about which words are dense and which not is
reached and what happens afterward, once we arrive at the clusters’ interpretation.
As stated above, we call dense words, those words in a text that more than others are
endowed with emotional polysemy and with a low level of ambiguity; that is, words
that are capable in themselves (even when taken out of the sentence) to evoke a full
and intense multiplicity of meanings, in terms of emotionally significant experiences
and associations. Actually, every word we use expresses polysemic connotations.
However, in a text we find words, like articles, adverbs, pronouns, conjunctions,
that have grammatical meaning rather than lexical meaning: i.e., their function is
to establish relations between the full words; as well as we find ambiguous words,
which make sense only when in relation to other words, like for example modal
and auxiliary verbs. Of course, not all the dense words, chosen as such within a
study, are equally capable to bring knowledge about the emotional symbolization
process shared among the research participants; the degree of emotional density of a
words depends, indeed, on the specific research context and research questions. For
example, the most significant word in C 2 (the word with larger χ2) is “to study.”
We chose it as a dense word because it evidently bares a full sense, charged with
interesting polysemic connotations, as we will discuss in a moment. Nonetheless,
this is such a widely used term in the discourse about school that, potentially, it could
prove less informative than other words regarding the specific object of our inquiry:
i.e., what issues teachers experience nowadays in their work, and particularly how
they make sense of the growing use of diagnosis in schools. Probably, there are
words, in this factorial space, that were more able than others to capture elements of
the emotional-symbolic process that was in play in the interviews: for example, the
word “to divorce” that we find in C 3. The teachers used this term in the interviews
referring to the children’s families, which in some cases are “divorced” families.
Thus, on the level of communication, this word served to define a certain referent in
the external reality; at the same time, on another level, that of emotional signification
(on which ETA tries to shed light by pulling the word out of the grammatical bonds
of the sentence), this term gives shape to a salient emotion that the teachers today
experience in the relationship with the families. In this sense, we could say that
“divorce” proved to be a particularly emotionally dense word in this analysis. We
will return to the interpretation of C 3 below.

Going back to the analysis of C 2, thus we begin with studying the words’ poly-
semy by retrieving their etymologies (where one finds clues on layers of shared
meanings in the history of people’s speech). Then, we go on studying the associa-
tions between the words in the cluster. Here we have an example of how the real

so on. If there are no statistically significant relationships with the illustrative variables, this means
the cluster concerned has a wider relevance.
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focus of the interpretative work in the AET is not the single words but the associ-
ations between the words within the cluster. In fact, only studying the relationship
between the words, the emotional polysemy brought out by each of them can be
gradually reduced and we gain understanding of the emotional process expressed by
the cluster as a whole. Finally, we will analyze how the clusters are related to each
other based on their position on the factorial axes.

To study means dedicating oneself to learning, striving to achieve a goal. Pupil,
alunno in Italian, comes from the Latin al-dare, that is, to nourish; the one who is
raised and educated by someone other than their parents. The first words evoke the
two main aims of the school: i.e., pursuing goals and competences, on the one hand,
and educating, raising on the other. Now, school life, with these different training
and educational aims which are often not easy to reconcile, is experienced by the
teachers as a race. They have to update their skills to keep abreast of contemporary
progress which seems to escape from their grasp, and, at the same time, they feel
caught up in a routine of obligations that they have to fulfill (bureaucracy, recording
expenses, complying with the ministerial programs). One cannot stop to think of
what has been done: this seems to be the experience expressed in this cluster.

C 2 is opposed to C 4 on the second factorial axis. The latter depicts the school’s
problems from a different angle. The key dense words are: boy, professor, inclusion,
law, exam, disable, to question, to fail, principal, to certify. In its etymology, “inclu-
sion” means to close inside. In Italy, the verb “to include” (in line with a widespread
use of the word “inclusion” in the international discourse on education) has almost
replaced the term “to integrate,” which previously played an important role in the
Italian reflection on the participation of children with disability in school. Based on
previous research and interventions within schools,12 we could say that “inclusion”
and “integration” describe deeply different emotional models of social interaction:
while including, the prevailing fantasy is to assimilate something alien into a system
by homologating it, that is by making it as normal as possible or, in other words, in
line with the expectations regarding the main characteristics defining the norm in a
given system. While with integrating, one recognizes that all the different elements
that make a whole already belong to that system and help to define it (see, Paniccia,
2012a). In C 2, we find that the inclusion of students with disability seems all the
more difficult to achieve within a school culture in which this is perceived as a duty,
prescribed by law, and in which examination and evaluation (with the impending
danger of the negative outcome: to fail) seem to emotionally saturate the sense of
the experience.

We comment now on C 1, C 3, and C 5. These are all related to the variable
“kindergarten.”

C 1 is opposed to C 2 and C 4 on the first factorial axis. The first dense words in the
cluster—teacher, mum, home, to play—tell us about the expectation that characterizes

12We have devoted several works over the years to investigating the education systems’ problems
(Carli, Dolcetti, Giovagnoli, Gurrieri, & Paniccia, 2015; Giovagnoli, Caputo, & Paniccia, 2015;
Paniccia, 2012a, 2012b, 2013; Paniccia, Giovagnoli, Bucci, & Caputo, 2014: Paniccia, Giovagnoli,
Di Ruzza, & Giuliano, 2014).
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this initial stage of the school journey, more than any other, as a continuity between
school and family. However, with the following words—fear, silent, recess, to walk
away, to fall, vaccination, bullying, to curb—what seems to prevail in the experience
of the teachers are emotions of fear and loss of control: toward the new little pupils
with their unpredictable behaviors; but also toward the parents, with whom subjects
of conflict can come up. The word vaccination evokes the harsh fight of the last few
years in Italy, between school and the anti-vaccination movement among parents.

C 3 brings the conflict between school and family more evidently to the fore
(parents, family, to cooperate, to accept, to delegate, to educate, hard, to insist, to
divorce, to dispute, to claim, mothering). Teachers seem to think that families are not
able to cooperate and educate because they are broken, not in step with the norm.
But the divorce mentioned here refers also, in our interpretation, to the separation
currently perceived between school and family, after the past union. The question at
stake seems to be how school and family have to deal with the child.

C 5, lastly, is the cluster on diagnosis, which, when reading the words (child, to
diagnose, therapy, to help, to observe, to evaluate, to label, handicap, autism), seems
to proceed along a separate path, guided by its own logic, language, and techniques.
C 5 is opposed to the conflicting C 1 and C 3, respectively, on the third and the fourth
factor. In this cluster, we find no trace of conflict: conflict seems to be neutralized by
the presence of the diagnosis. Here in particular, we see how factorial relationships
are important in the interpretation of the data. We have not one but two clusters
that are opposed to C 5 on two different factors. In both cases, on the one hand, we
find traces of relationships with the children and the families, which the teachers
experience with intense implication, albeit with distress (see the words fear, to walk
away, to fall, and bullying in C 1) and conflict (see the words hard, to divorce, to
dispute, to claim); on the other hand, in C 5, every word seems consistent with a
diagnostic code, which in turn seems to create a world apart centered on the single
child (word with the highest significance in the cluster) where no mention can be
found of the aforementioned tensions.

In summary,we could say that the first factor tells us about a school that seems to be
experienced by the teachers, in emotional terms, as a path of progressive assimilation
of the students into the school routine and an inward-looking functioning: with an
entry stage connoted by fear and danger (C 1) and a final stage where in many
respects the feeling of obligation and the pressure to comply with the norm seem to
prevail (C 4 and C 2). We find no mention in the clusters of a future that the school
can help to envision, for and with the students; we will come back to this point in
the conclusions of the chapter. A certain tendency toward looking inward is not a
novelty in school.13 We had found the same attitude also in the past (see, e.g., Carli,
2006b), but in a very different context, where school certification had a clear role in

13We use “inward-looking” to describe the tendency of an organization to function as a closed
system, that is a system tending to assimilate any variability connected to the relationship with the
external reality (including the relationship with the users/clients) in terms of an internal operative
model designed to pursue given organizational patterns (Bucci&Vanheule, 2018; Thompson, 1967).
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allowing social mobility,14 and a greater cultural continuity tied families and school
together. Nowadays, the fact that school is inward-looking appears rather as a form of
defense, within which the diagnosis seems to aim at neutralizing the new knowledge
potentially coming from criticalities (see the open, intense conflict with families)
and restore the fantasy of routine. The diagnosis, we suggest, “sedates” the conflict,
taking on the function of a new conformity, an alternative to the lost one. The “old”
conformity, which was guaranteed by the cultural continuity between nursery school
and families, seems to be replaced now by diagnosis as a surrogate conformity. This
however changes the focus from the school’s functioning to the individuals who
diverge from the norm; a norm that ultimately remains unquestioned.

ETA as an Intervention-Research Tool for the Development
of Healthcare Organizations

The second case study that we wish to discuss regards an organization that provides
services for adult disability.

It is important to say that disability is a category developed in the medical field
in the 1980s with the stated purpose of enlarging the potential range of action of the
healthcare system beyond the limit of organic illness. WHO defines disability as a
restriction or a lack, caused by an impairment, in carrying out an activity in a way
or within a range considered normal for a human being, and it thereby re-defines
illness as everything interfering with the individual capacity to fulfill the functions
or obligations expected in a context (World Health Organization, 1980).15 In this
theoretical framework, disability is interpreted as an individual deficit, compared to
what is considered normal in the context, that legitimates an intervention seeking to
correct the deficit. This specific definition of disability establishes the possibility of
classifying social behaviors as normal or pathological, regardless of the identification
of etiopathogenic factors and through a classification process with unspecified refer-
ence parameters. This means that the classification process is determined mainly by
the historically and culturally situated point of view of the operators conducting it.
These staff members, to quote Canguilhem (1966/1975), may systematically confuse
normalitywithwhat is considered socially desirablewithin their culture of belonging,

14Numerous studies highlight the crisis of the Italian school system as a driving force for social
mobility (Almalaurea, 2018; Censis, 2018; OECD, 2018).
15Disability is part of a tripartite system that includes also impairment and handicap. Impairment is
defined as “any loss or lack of any physiological, anatomical, psychological structure or function”;
handicap is instead defined as “a disadvantage, for an individual, caused by an impairment or a
disability, that limits or prevents the assumption of a role considered normal (in regards to age, sex,
social and cultural factors) for that individual” (World Health Organization, 1980, p. 183). As in
the case of the psychiatric syndromes of the DSM V (which includes intellectual disability), this
is a categorial system that tends to be inward-looking since there is no external validator of the
classification system itself (Di Ninni, 2004).
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no matter what may be the subjective motivation bringing the clients to access the
healthcare system.

Connected to this, Carli and Paniccia (2011) argued that the healthcare context
tends to deem subjectivity as irrelevant for medical praxis, which does not consider
the emotional relationship that the client establishes with the organization providing
care and services to him/her. This can produce criticalities in the relationship between
clients of the healthcare system and its staff.

In 2016, some of us, members of an association of psychologists that provides
organizational consultancy services,16 started a 3-year intervention-research project
commissioned by an organization that is part of the Italian National Health System
(for a full description, see Bisogni & Pirrotta, 2018; Pirrotta & Bisogni, 2018). Here,
we specifically discuss how the use of ETA in this project enabled reflection on the
emotional dynamics of the relationship between the organization and its clients—
people with disability and their family members—and how this was helpful for the
organization at a time when it was facing significant changes.

The Research Context and Design

The organization that commissioned the project was a Complex Operative Unit
(COU) of a Local Health Authority in central Italy, composed of four Simple Oper-
ative Units (SOUs), each situated in a different territorial district. Work in the SOUs
was carried out bymultidisciplinary teams. TheCOU’s tasks entail admission, assess-
ment, and delivery of health and social care services to adults with physical and intel-
lectual disability, between 18 and 64 years of age, at their home or in semi-residential
and residential centers. Services also include professional training and work integra-
tion. At the time when we met the management of the organization, the COU was
facing a growth in requests—increasing by 30% in the last few years—regarding
especially young people with intellectual disability and autism spectrum disorders.

The staff complained about having to deal with requests by the clients to which
it was difficult to give an answer. They perceived these requests as never-ending and
often “inappropriate,” not in line with the organization’s aims. Both the management
and the operators reported a climate of conflict with the clients and their family
members.

We suggested that this conflict could be interpreted as the sign that there probably
was a gap between the professionals’ and the clients’ expectations of the service. This
is also in line with a healthcare culture that tends to intervene without dealing with
the subjectivity of the clients, that is with their emotional involvement in the relation-
ship with healthcare services, or with the emotional experiences of the healthcare
professionals themselves.What the operators perceived as erroneous or inappropriate
requests could suggest, in our view, the need to explore both their own and the clients’

16GAPwas founded by Felice Bisogni and Stefano Pirrotta and provides organizational consultancy
services for public bodies and third sector organizations (www.apsgap.it).

http://www.apsgap.it
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expectations of the service, and the relationships with each other. Starting from this
hypothesis, we agreed with the management to carry out an intervention-research
project, which ran in two phases.

Two Studies Using ETA to Explore the Culture of Staff
and Clients

We conducted a preliminary study that involved 26 COU staff members and was
aimed at exploringwhat they thought of the organizational functioning andof the rela-
tionship with the clients. Afterward, in a second study, which involved 90 clients—
16 adults with intellectual disability and 74 family members (mostly parents, and 4
sisters)—we explored their expectations of the organization and of the problem that
made them contact it. The families interviewed had been using the services of the
COU for 7 years on average. The study involved mainly family members of people
with intellectual disability; this choice was due to the staff’s interest in understanding
specifically the challenge this kind of user posed to the organization.

All participants were involved in individual open-ended interviews that were
audio-recorded and transcribed. The interview transcripts were put together to form
two textual corpora (one for the staff/one for the clients) which were processed
through two separate Emotional Textual Analyses.

The Staff Culture

Regarding the staff culture, ETAproduced 4 clusters of densewordswithin a factorial
space made up of three factorial axes, which show how the clusters are related to
each other (Fig. 9.2 and Table 9.2).

As far as the first factor is concerned, C 1 and C 3 (positive pole) are opposed to
C 4 and C 2 (negative pole). On the second factor, C 4 is opposed to C 2. Clusters
1 and 3, which are associated with the first factor, are also opposed to each other on
the third factor. We will now look at the meaning of these various oppositions and
associations.

On the first factor, on one side (negative pole) we find two cultures (C 2 and C
4), which, in different ways, both seem to be based on evading the exploration of
the clients’ demand. The words in C 2 (organization, team, to manage, operators,
meeting, to decide) describe the organizational dynamic as self-centered with no
apparent connection with the clients’ demand. The words in C 4 (boy, parents, chil-
dren, to live, patient, severe) on the other hand highlight the tendency to infantilize
the diagnosed adults and medicalize the relationship with them, thereby avoiding the
exploration of the clients’ own experience and expectations.
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Fig. 9.2 Factorial space (operators) (The figure shows the key dense words in each cluster. Note
The figure represents only the first and the second factorial axis: the first factor is represented by the
horizontal axis, the second factor by the vertical axis. One should imagine the third factor as two
other axes that cross the plane in the central point, thus generating a Euclidean 4-dimensional space.
The central point represents the point of origin that cuts each factor into two semi-axes culminating
in two opposite poles: a positive pole, on one side, and a negative pole, on the other [see Table 9.2])

Table 9.2 Relationship
between clusters and factors
(centroid coordinates)

Factor 1 Factor 2 Factor 3

CL 1 0.5018 0.0972 0.5717

CL 2 −0.5661 −0.7719 0.1343

CL 3 0.5087 −0.1684 −0.5972

CL 4 −0.4677 0.5769 −0.1039

Note The table shows the centroid coordinates of each cluster that
indicate the cluster’s position in relation to the factors; the higher
this value (centroid coordinate), the more statistically significant
the relation between cluster and factor. The most significant
relationships are shown in bold

In contrast, at the opposite pole of the first factor, we find two cultures (C 1 and C
3) in which the staff feel submerged by the clients’ requests and somehow threatened.
In C 3 (see the first words request, to answer, to occupy, colleague, home assistance,
waiting list), the clients’ requests are experienced as never-ending demands and,
nevertheless, the organization is obliged to respond to them all, in an omnipotent
way, because it operates as a public facility on behalf of the state. The words of C 1
(people, information, to open, to help, need, to solve, to exit, door, to enter) instead
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express a culture in which the relationship with the clients seems based on the values
of openness, of giving help and hospitality to people in need.

C 1 and C 3 are also opposed to each other on the third factor, because in different
ways both declare a difficulty in the relationship with the clients, due the impossi-
bility of dealing effectively with their requests unless one adopts criteria to define
discrete problems that one can treat. By contrast, both the sense of obligation and the
reference to philanthropic values tended to create relationships based on a fantasy
of omnipotence as a response to limitless need. At the same time, there was also the
wish to reflect on problems and to be trained (C 1).

Based on these results, themanagement of the COU commissioned a second study
in order to explore also the clients’ point of view.

The Clients’ Culture

In this second study, the ETA produced 5 clusters of dense words in a factorial space
of four factorial axes, as showed in Fig. 9.3 and Table 9.3.

Fig. 9.3 Factorial space (clients) (The figure shows the key dense words in each cluster. Note The
figure represents only the first and the second factorial axis: the first factor is represented by the
horizontal axis, the second factor by the vertical axis. One should imagine the third and fourth
factors as two other axes that cross the plane in the central point, thus generating a Euclidean 4-
dimensional space. The central point represents the point of origin that cuts each factor into two
semi-axes culminating in two opposite poles: a positive pole, on one side, and a negative pole, on
the other [see Table 9.3])
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Table 9.3 Relationship between clusters and factors (centroid coordinates)

Factor 1 Factor 2 Factor 3 Factor 4

CL 01 −0.3879 −0.2657 0.5346 −0.0280

CL 02 0.4272 −0.5395 −0.3362 −0.0948

CL 03 0.4534 0.3119 0.1203 0.7319

CL 04 −0.6648 0.2625 −0.4964 0.0312

CL 05 0.4468 0.5974 0.1604 −0.4902

Note The table shows the centroid coordinates of each cluster that indicate the cluster’s position in
relation to the factors; the higher this value (centroid coordinate), the more statistically significant
the relation between cluster and factor. The most significant relationships are shown in bold

Wewill not comment here on the analysis of the whole factorial space (on this, see
Pirrotta & Bisogni, 2018). We focus on how discussing the clusters which emerged
from the interviewswith the userswith intellectual disability and their families helped
the staff discern the clients’ demand in its various main emotional components. In
this way, it was possible to disconfirm the representation of the clients as carriers of
unlimited and all-encompassing requests, thereby defusing the persecutory emotion
that was connected to such a representation. In particular, the study on the clients’
culture allowed the clients’ demand to be connected to a crisis in the cohabitation
system within the family rather than to deficits regarding only the person diagnosed.
This crisis concerned family relationships based on dynamics of unproductive depen-
dency and reciprocal control that isolate the family (see in particular C 1) as opposed
to the wish to construct an enjoyable, vital sociality (see in particular C 4) but also
the difficulty in doing so. This appeared to be, in emotional terms, the core issue
that motivated families of individuals with intellectual disability to request services:
namely, the difficulty in building relationships based on the sharing of interests and
wishes.We are talking about a problem thatwe can assume is linkedwith the failure of
the parents’ expectation of their children becoming progressively independent from
them when adults, as well as to difficulties in the social and occupational integration
of adults with disability.

By comparing the cultures which emerged from the two studies, we could see
that both medical and social models of intervention, when failing to explore the
clients’ subjective motivation in contacting the healthcare organization and to define
the problem on which to intervene in light of this motivation, risk hindering both
the development of effective services and the mobilization of the clients’ resources.
It seems that the clients’ problems cannot be taken for granted either as medical
problems (illness to be cured) or as social problems (lack of job or social exclusion
to be corrected, with respect to an expected norm). C 3 (in the second study) revealed
the wish of the people with disability that we interviewed and that of the family
members to have a dialogue with each other and with the professionals about the
difficulties they experience in family life as well as in other social contexts. They
also seemed interested in giving the organization their feedback so as to make it
work more effectively. In order to support the possibility of such a dialogue, the two
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studies were followed by training activities with the staff and the family members
involved, based on using the group as a tool for discussion and exchange.

In other studies using ETA in order to explore the emotional collusive dynamics
underpinning organizational relationships and cultures (see, for example, Bucci &
Vanheule, 2020; Paniccia, Dolcetti, Cappelli, Donatiello, & Di Noja, 2018), inter-
views with the different members of the organization (e.g., young new hires and their
corporate mentors; staff members and guests in a migrant reception service) were
merged in a single textual corpus, which was subsequently analyzed (the difference
between the groups was traced as an illustrative variable).

In the case study that we have just discussed, on the contrary, we conducted two
separate ETAs on two different data sets (one collecting the interviews with the staff
and the other collecting the interviews with the clients) and then we compared the
outcomes of the two analyses. This was primarily because the management of the
COU commissioned a second study in order to explore the clients’ point of view
only at a later time, in light of the results of the first study which had involved the
staff. In the two studies, we used slightly different trigger questions and thus we
decided not to merge the data sets. At the same time, for such characteristics, this
is probably an all the more interesting example of empirical study of the notion of
collusion, as theorized by Renzo Carli. In fact, when comparing the two factorial
spaces, one can clearly see how reciprocal expectations within a relationship are
emotionally oriented in terms of a collusive process, whereby components of the
feeling of one party find their mirror or complementary counterpart in the feeling of
the other party. Nevertheless, elements of divergence, in the sense that they escape
the collusive interplay, come also to the fore and the possibility to reflect upon and
discuss about these dynamics gives awareness of the shared process in which one
participates, as well as can lead to new perspectives.

Conclusions

The main application of ETA has historically been in two fields: psychological
intervention within organizations, with the goal of promoting developments in the
relationship between the organization and its clients, on the one hand; research on
processes of cultural change impacting on the dynamics of living together, on the
other. In this chapter, we wanted to provide insights on both these traditions by
focusing specifically on contemporary mental health issues and demands.

The study on school is particularly significant, we believe, in revealing that split-
ting the individual from the context is inadequate in helping us understand mental
health demands, particularly at the present time because the very notion of context
is currently in crisis. In this chapter, when we use the notions of individual and
context, we mean by the latter the historical experience of social systems endowed
with more or less stable—symbolic—boundaries; that is, systems whose existence
and role would be taken for granted, unless a crisis occurred. Nowadays, not just
school, but more generally organizational, national, and family boundaries seem to
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be in question, in the sense that such systems are perceived as structurally in crisis,
unless one takes care to retrieve and rethink their meaning.

Our findings suggest that the increase in diagnoses along with the spread of a
diagnostic culture in school emerges as an attempt to restore a lost conformity,
which was grounded on a cultural continuity between school and family (that has
long been mediated by the Catholic Church in Italy). The diagnosis introduces a
surrogate conformity which fails because, being built on an individualistic basis, it
does not help the reconstruction of viable, shared purposes.

The conflict between schools and families, at the beginning of schooling, can be an
important aspect of the development of the culture thatwe explored throughour study.
The conflict appears now not as a difference of positions, but as a mutual aggression.
However, if the current confrontation with the families becomes a conflict, where the
parties recognize the interest in sharing goals even if from different positions, this is
the place where we can once again find a shared purpose for school.

Another aspect of development is the teachers’ potential demand to reduce the
gap they feel with the contemporary reality (e.g., present day languages, like the
digital one, which would require or inspire innovations in teaching). The factorial
space of the school does not tell us about the future, or of the function that school
may serve in designing it. Nevertheless, in the individual interviews with teachers,
there was no shortage of comments on the future and on other relevant issues, such
as the loss of trust in education’s power to provide important and useful skills. How
should the absence of these themes in the factorial space be interpreted? There is no
co-occurrence of dense words to evoke them: teachers do not share emotional codes
and categories on these issues. Research studies like the one we have presented here
intends to respond to this vacuum.

Olivetti Manoukian (2016) links the current crisis in health and social care orga-
nizations to a difficulty in defining and interpreting the problems motivating citi-
zens’ access to health and social care. The debate on disability, both scholarly and
public, has historically been a place of strong divisions concerning the definition
of disability (see, e.g., Bucci & Vanheule, 2018; Shakespeare, 2006; Söder, 2009).
Carli and Paniccia have highlighted in several works (e.g., 2003, 2005, 2011) the
difficulties related to the application of the medical paradigm, based on etiopatho-
genetic diagnosis and therapeutic prescription, beyond the limited field of organic
illness. The medical paradigm, as we have seen, can prove to be ineffective in the
mental health and disability fields. The ETA-based intervention-research that we
have discussed in this chapter brings attention to the difficulty of healthcare organi-
zations in considering the client’s emotional relationship with the healthcare system
itself and, at the same time, shows that ignoring this aspect can produce dissatis-
faction and conflicts with the clients. We underline that dissatisfaction and conflicts
emerge when the medicalization of problems is practiced and taken for granted. By
contrast, we believe that the use of ETA allowed the operators to acknowledge the
clients’ dissatisfaction but also their interest in reflecting on the reasons for it. In
this sense, ETA was a tool for organizational development, because it enabled the
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retrieval of emotional polysemy underpinning the participation in the shared organi-
zational context by its different components, professionals, and clients, and thus of
their subjective and mutual engagement.
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Chapter 10
Engraved in the Body: Ways of Reading
Finnish People’s Memories of Mental
Hospitals

Saara Jäntti , Kirsi Heimonen , Sari Kuuva , Karoliina Maanmieli ,
and Anu Rissanen

Abstract Finnish psychiatric practice has been heavily based on institutionalization.
Mental hospitals have thus been part of Finns’ lives in many ways. Our multidis-
ciplinary research group has investigated how experiences in these institutions are
remembered today by analysing writings by patients, relatives, personnel and their
children, collected in 2014–2015 with the Finnish Literature Society. The memo-
ries cover phases of psychiatric care from the 1930s to the mid-2010s. This article
presents multiple ways in which experiences that are often difficult verbalize can
be interpreted, e.g. by drawing on perspectives from creative, artistic and cultural
studies. Collecting and archiving the memories emphasizes their importance as part
of national memory. Historical contextualization shows consistencies and inconsis-
tencies in the treatment and organization of psychiatric care in Finland. The analysis
of figurative language as a means of conveying traumatic experiences reveals narra-
tive strategies employed to express abusive memories. Artistic research that includes
somatic movement practice exemplifies possibilities of researching the memories
through corporeality. The examination of the memories of the children of the staff
in psychiatric hospitals provides new insights into historical psychiatric hospitals as
emotional communities. The different ways of engaging—thematically, corporeally,
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conceptually, theoretically—with the texts complement each other, reveal the multi-
layeredness of the memories and help create a richer understanding of the social,
cultural and economic significance of the hospitals. Attention to the body, affects
and emotions can help generate both new practices, new research questions and new
ways of engaging the public with the results of academic research.

Keywords Mental hospital ·Mental illness · History of psychiatry · Finland ·
Archives · Artistic research · Figurative language ·Memory · Affect · Emotion ·
Corporeality ·Multidisciplinary research

Introduction

AsFinnish psychiatric practice has been heavily based on institutionalization, psychi-
atric hospitals and mental asylums have been part of the lives of Finnish people in
many ways, and mental hospitals have played an important role in the everyday
culture and history of Finland. Tens of thousands of people have been treated in
them1 and many more have visited their friends and family members there. The
hospitals have also providedwork and accommodation for the staff and their families.
However, there has been little research on lay people’s memories of their experiences
of mental hospitals. The aim of this research was to collect and make known their
memories.

The research is based on pieces of writing by patients, relatives, staff and their
children that were collected and archived in the Finnish Literature Society in 2014–
2015. The memories cover phases of psychiatric care from the 1930s to the 2010s,
duringwhich time the organization of psychiatric care underwent significant changes,
which are reflected in thememories. The 92 pieces ofwriting thatwe obtained contain
both painful and positive memories, and draw a rich, yet sketchy, landscape of the
ways in which experiences related to the spaces of psychiatric institutions linger in
Finnish people’s memories. At a time when the Finnish healthcare system is about to
undergo a major reform, it is crucial to make these experiences visible and heard, as,
we argue, by making visible and tangible people’s experiences, we can gain a better
understanding of the social and cultural forces that shape attitudes to and ideas about
psychiatric care, mental health problems and service users today.

Public discourse in the Finnish media nowadays often focuses on the lack of sick
beds in psychiatric wards, and public action has been taken to protect some of the old
institutions, such as the first mental asylum in Finland, Lapinlahti. Little attention has

1 From the documents and statistics available, it is not possible to establish the exact number of
patients as, especially in the past, the periods spent in the hospitals could last for years, and today,
while patients often stay shorter times in hospital, the number of admissions per year has increased.
For example, in 1972, when the number of hospital beds in Finland reached its peak, there were
about 42000 patients in psychiatric hospitals. In 2000, however, the number of admissionswas about
48000. It thus seems that while the number of beds has been reduced, the number of admissions has
increased. It stood at around 34000 in 2017 (Source: Suomen virallinen tilasto: Terveys.1924-1981.
Lääkintöhallituksen vuosikirjat, 1982-2017 Suomen tilastollinen vuosikirja).
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been paid to the actual memories of people who have lived, worked or encountered
various forms of treatment in psychiatric hospitals. The history of psychiatry has
mostly been written from the point of view of doctors and other members of staff
(Achté&Alanen, 1991; Parpola, 2013). The various histories written on the hospitals
that are now being closed seldom include the experiences of patients and/or their
family members. While new social histories around medicine, illness and psychiatry
are emerging, there are still dominant discourses related to psychiatry. On the one
hand, practitioners write a positive narrative of improved practices, treatment and
care, and the development of medical treatments. On the other hand, public discourse
and the media focus on the lack of treatment, and the unavailability of sufficient
resources to help, treat and contain psychiatric suffering. The voices of service users
often remain marginal and—as also our data shows—actual experiences in mental
hospitals are permeated by stigma and shame.

This was the background against which the idea of establishing an archive of
people’s experiences emerged. Our multidisciplinary research group is now working
on this historically and culturally contingent material, and we are focusing on the
bodily, spatial, affective and multisensory aspects of the memories. By drawing on
our backgrounds in history and art, and visual, cultural and literary studies, we seek
to find novel ways of reading and interpreting the memories and new perspectives on
the cultural meaning of mental hospitals. We do not strive for a shared truth about the
memories, but rather seek to point out themultiplicity of interpretations. This chapter
consists of a description of the collection of the written materials and a historical
overview of the organization of psychiatric care in Finland. It presents three different
analytic foci and ways of approaching the data, each of which sheds light on different
aspects of the memories: (1) the use of figurative language, (2) patients’ descriptions
of space and (3) the memories of children who grew up on the hospital premises. Our
aim was twofold: on the one hand, to point to the cultural significance of psychiatric
hospitals in Finland and, on the other, to highlight ways of reading that value the
writers’ experiences and intentions.

Saara Jäntti: Organizing the Writing Collection

Thememories were collected by the Network of Cultural Studies inMental Health in
collaborationwith the Finnish Literature Society (SKS)2 in 2014–2015. The ideawas
to obtain the recollections of asmany different groups of people as possible in order to
gain understanding of the various ways mental hospitals have affected people’s lives,
and of how their experiences are remembered and perhaps still affect the writers’
attitudes towards life, psychiatry, mental health problems and their treatment, and
family and other relations. By inviting people to write about their memories we also

2 These archives document thewritten and oral cultural heritage of Finland. Their collections contain
material on literature and cultural history, authors and literary figures as well as on traditional and
contemporary culture (https://www.finlit.fi/en/archive#.XL7lTegzaUk).

https://www.finlit.fi/en/archive#.XL7lTegzaUk
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wanted to convey the message that these memories matter, and that the writers’ expe-
riences deserve to be archived and become part of the national body of remembrance.
I therefore took up the practical tasks of coordination, planning and collaboration
with the Finnish Literature Society.

In October 2014, the society put out a call that was published in various places
including the newspapers and magazines of organizations set up for users of mental
health services and their families. These organizations were also contacted in the
planning phases of the call and they contributed to the design of the request. Respon-
dents were asked to write freely and describe, for example, their experiences of care,
meaningful encounters and relationships that they remembered, how they now feel
about their experiences and their effect on their lives, as well as the hospital building
and its surroundings (see Appendix 1).

The writing began to appear slowly. Not everyone was willing to share memories:
one day, the archivist at the Finnish Literature Society received a phone call from a
former patientwhowas upset and furiouswith researchers for asking about something
as painful as her experiences at the hospital. Most of those who wrote, however, were
happy that they could share their memories, although some of them also mentioned
that remembering was so painful that they had to leave some things unsaid. We were
also approached by individuals and groups, for example from the former hospital
of Lapinlahti, who wanted to conduct writing workshops to produce memories, and
in the summer of 2015 Karoliina Maanmieli conducted a writing workshop in a
rehabilitation community for thirty-one residents where she used towork. Apart from
being shorter, the responses produced in these workshops did not differ significantly
from the other responses, e.g. in content or style. Three pieces of writing were
accompanied by drawings.3

It is worth mentioning that while the data collection was initially planned to end
in June 2015, this was in fact the time when the responses really started coming in.
It was therefore decided to extend the period until the end of September 2015. As a
result, the number of responses doubled. The reason for this could be that awareness
of the writing collection spread slowly, but it also points to the fact that painful and
marginalized memories take time to form and develop. They may not be narratives
people are used to sharing or share with ease, and they therefore take time to emerge.
And of course, not everyone is used to writing at all.

All in all, our data now comprises around 500 pages from 92 people and covers
different phases of psychiatric care from the 1930s to the 2010s. Half of the writers
(45) had been patients.4 The memories are related to a number of different hospitals
in Finland. Many writers share their experiences from different hospitals, and many

3 The workshops were advertised on the community’s notice board and weekly meetings. Seven
residents attended the workshop where Karoliina first handed them the call for writing and told
them that they could share their memories in their own style, even by drawing or writing a poem,
and that anything they would like to share would be valued. She did mention that she was especially
interested in memories of coercion, but only one participant addressed this issue. The session lasted
for an hour. Some participants wanted to continue writing on their own and gave Karoliina their
work afterwards. Two participants dictated their memories to Karoliina.
4 One piece of writing was sent after the collection period had ended.
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have experienced the hospitals in different roles: as patients, family members and
staff, for example. In some cases, the hospital experience is only a small part of the
story, and the writers weave this experience into their life history, philosophy of life
or their relatives’ mental problems. Some of the memories describe everyday life as a
mental patient in great detail. The length of the writing varies from a few sentences to
extensive biographies. Some writers include poems, aphorisms, photos and pictures.
Some writers discuss mental health, madness and their general understanding of it,
rather than share their own actual impressions of hospital events.

Multidisciplinary Approach to the Memories: Description
of Methodology and Methods

Handling the diversity of material with which we were presented was challenging.
There was a wide variety of writers with different backgrounds and experiences
related to different hospitals at different times in history, and the wide range of
writing styles in which they wrote made interpretation difficult. Furthermore, expe-
riences related to psychiatric care are often traumatic and affected by a social stigma,
which calls for careful ethical and methodological consideration. One of the central
questions in our multidisciplinary research enterprise is how to approach memories
that are often hard to share—due to both the social stigma and the trauma related to
them.While writers who participate in similar writing collections often seek to write
coherent life stories, i.e. stories in which incidental events are combined into a single
plot (Pöysä, 2015), painful memories are often characterized by gaps in content and
difficulty in verbalizing them, and it can be difficult to weave them into the life
continuum (see Fuchs, 2013; Holma, 1999). Also, in our data, many of the texts
are anecdotal and fragmented, which—rather than disqualifying them from further
analysis—reveals something important about the issue in question: in an increas-
ingly text-based society, for example, where many services are moved online, these
pieces of writing point to the enormous variation in people’s ability to access written
language and their own experiences through writing.

Our specific interests are related to the possibility of and ways of narrating
embodied, affective and spatial experiences related to hospitals. Our respondents,
rather than discussing for example the effects of legislative changes, convey subjec-
tive, bodily experiences and focus on the forms and impact of care—or on coercion,
its related emotions and social relations. Thus, while our data is too limited to make
generalized statements about the history of psychiatry, it does also provide evidence
about and insights into the direct and indirect ways in which psychiatric practice
affects families and communities.

In the following pages, three of our research team offer a reading of our multi-
faceted material. As psychiatric patients’ experiences are often painful and can be
chaotic, unstructured and difficult to remember, verbalize and share (Jäntti, 2012;
Stone 2004), poetry therapist Karoliina Maanmieli analyses the use of figurative
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language in the patients’ writing and draws attention to the ways in which the
patients seek to make their experiences understandable and, often, to convey the
pain related to their physical experiences and the social hierarchies in the treat-
ment. Artist-researcher Kirsi Heimonen explores the possibilities of relating to the
bodily and spatial aspects of the memories through the artist-researcher’s corpore-
ality, developed by long-term engagement in a dance technique called the Skinner
Releasing Technique. She examines how this way of relating to the memories can be
employed in engaging with and sharing the memories with the public. Sari Kuuva
engages with the memories of adults whose childhood was passed in psychiatric
hospitals because their parents worked there. She explores the hospitals as emotional
communities from the children’s perspective.

All three approaches are based on close reading of the responses and careful
selection of the data presented, and each researcher will explain and demonstrate her
approach to the memories in their own section. To highlight the ways in which the
researchers’ backgrounds, methodological, conceptual and theoretical framework
and choices affect their interpretations, the knowledge produced, and the ways in
which these are conveyed, we chose to structure this chapter so that each researcher
writes her own section in her own style and voice.

First, however, as legislation and organizational changes form the framework
for medical and institutional practices within which the ideas and identities of the
psychiatric patients and their families are shaped, Anu Rissanen provides a historical
background to the memories. While few writers discuss them directly, legislation
and treatments shape and produce historically and culturally contingent psychiatric
cultures that affect patients’, staff members’ and family members’ lives and ideas
about what it means to be a patient and how patients can and should be treated.
Some longer memories also reflect changes in the organization of care, such as the
deinstitutionalization of the 1980s—and a number of them regret the closing of the
hospitals, expressing concern for the patients’ welfare. While many writers end on
a positive note, they do also lament the difficulty of being admitted and being heard
while in treatment, and criticize the standards of care.
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Anu Rissanen: History of Mental Health Care in Finland
in the Twentieth Century

The Development of Mental Hospitals in Finland

In Finland, it was not until the early 1900s that mental hospitals and confinement
therein were introduced.5 One reason for this was the country’s late, gradual indus-
trialization towards the end of the nineteenth century. As people began to participate
in paid work on a larger scale, the changing society no longer had room for the
mentally ill, lunatics and handicapped who were unable to provide for themselves,
and they therefore became a burden on the community. A decree in 1889 on mental
illness enabled the establishment of mental wards in poorhouses and communal
mental hospitals. The idea behind the foundation of communal district hospitals
was that they would care for docile, incurable patients. Soon after, larger cities and
regional groupings founded district mental hospitals, and responsibility for orga-
nizing services shifted partly to the municipalities, which gradually took on the care
of the mentally ill. Altogether fourteen district mental hospitals with a total of 5000
beds were built before 1939 (Hyvönen, 2008; Pietikäinen, 2013; Törrönen, 1978).

In our data, one memory dates from this time.6 It likens the mental hospital to the
communal poorhouse (SKS/MKM 088-089, patient, mid-1930s). The cities’ poor
relief administrations and their referrals show that in the early twentieth century
some patients were sent to mental institutions on account of their poverty rather
than illness. As elsewhere, so too in Finland, psychiatry and mental institutions were
regarded and used as a tool for social control. Nevertheless, they also provided shelter
for those whose socio-economic status was poor and who had no family connections
(Pietikäinen, 2015; Rissanen, 2018a).

TheMental IllnessAct of 1952 profoundly alteredmental health care in Finland. It
marked the beginning of the local administration of psychiatric care. Local authorities
weremade responsible for organizingmental health serviceswhile the state remained
responsible for the funding and long-termplanning of psychiatry and forensic psychi-
atry and the care of dangerous mentally ill patients. Finland was divided into Mental
Health Districts. The former district mental hospitals became their central hospi-
tals, also known as A-hospitals. Their task was to treat acute patients and chronic
patients who were considered too difficult to treat in other hospitals. The 1952 law
also obliged Mental Health Districts to establish a Psychiatric Outpatient Centre, the

5 In Finland, as elsewhere, the mentally ill and disabled were traditionally looked after by their
family and their village. The system of psychiatric treatment was established on the basis of old
leper colonies, and the first decree that regulated mental health was promulgated in 1840. The first
mental institution, Lapinlahti asylum in Helsinki, with 70 sick beds, was founded in 1841. The 1840
decree made the state responsible for organizing care for the mentally ill, but the lack of funds and
the ensuing shortage of sickbeds affected how their care developed.
6 This hundred-pagemanuscript was sent in bymembers of thewriter’s family. It had originally been
written as a memoir or testimony of the writer’s experiences in mental hospitals, and it describes
life in hospital in detail.
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number of which rose slowly from the beginning of the 1970s (Hyvönen, 2008; Salo,
1992).

Ironically, the same law that legislated outpatient care also led to a rapid increase
in the number of psychiatric hospital beds. Contrary to the general opinion of psychi-
atrists themselves, the law continued the tradition of dividing psychiatric treatment
into acute and long-term care. Between 1952 and 1970 over 40 small, local, mental
hospitals were founded for non-violent chronically ill patients as the state finan-
cially supported this development. At the same time, then, as the rest of Western
psychiatry was turning to dehospitalization and care in the community, following
the introduction in the 1950s of new pharmaceuticals and the rise of social psychi-
atry and psychotherapy, the number of sickbeds in Finland increased rapidly due to
the establishment of these so-called B-hospitals. In 1970, Ireland and Finland had
more hospital beds per capita than any other countries in Europe. The difference was
that Ireland was reducing their number as rapidly as Finland was increasing theirs.7

Although the move towards psychiatric dehospitalization developed in the 1960s, it
was only in the late 1970s that policy moved in the same direction with the enact-
ment of the partly revised Mental Illness Act. It strengthened outpatient treatment,
set up new housing arrangements and emphasized the importance of rehabilitation
for both psychotic and non-psychotic patients in hospital and outpatient treatment.
It also introduced new day hospitals that provided outpatient services, which at least
some patients felt was a relief (Alanko, 2017; Hyvönen, 2008; Pietikäinen, 2013;
Salo, 1996).

The 1980s was an era of economic growth and optimism in Finland. This also
meant stable funding for public health care. In psychiatry, the National Board of
Health transferred resources from institutional care to outpatient care and the number
of hospital beds was reduced by 40%. Several projects were launched to examine
psychiatric disorders and their treatment, and to find resources and tools to prevent
suicide and reduce the number of new long-term schizophrenic patients. New legis-
lation for special health care brought psychiatry and somatic health care under the
same administrative agency, which was managed at the regional level (Alanko, 2017;
Hyvönen, 2008; Kärkkäinen, 2004).

This positive development culminated in the new Mental Health Act, which
came into force in 1991. For the first time, mental well-being was recognized as
important, and mental health care was perceived as a tool to improve psycholog-
ical well-being and prevent mental disorders. One way to improve mental health
was to improve citizens’ living conditions. Unfortunately, the era of optimism was
interrupted by an economic depression in the early 1990s. Public financing was seri-
ously curtailed and tax revenues contracted considerably. Local authorities reduced
their funding for many things, including staffing and outsourced services, and this
affected especially counselling services in alcohol and substance abuse, and care of
the disabled and mental health care. A large number of people were hastily dehos-
pitalized, and in outpatient care, many therapeutic services were either reduced or

7 The importance of institutional care is shown in these numbers: in 1900 there were 1300 patients
(0.5/1000), in 1940 almost 8400 patients (2.27/1000) and in 1970 almost 20000 patients (4.2/1000).
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closed. Psychiatrists view the 1990s and the beginning of the new century as an
era of turbulence; it certainly was a period of chaos for psychiatric patients (Hélen,
Hämäläinen, & Metteri, 2011; Hyvönen, 2008; Kärkkäinen, 2004; Korkeila, 1998;
Salokangas, Saarinen, & Honkola, 1997).

The problems that transpired in the 1990s persist today in Finnish psychiatry. The
number of out-patients has risen steadily at the same time as the number of hospital
beds fell to less than 4000 in 2015. This comes out in the testimonies as difficulty
in being admitted to hospital. There is a severe shortage of therapy services due
especially to the lack of therapists and funds. Therapy services are geographically
unequally distributed, and such services have become concentrated in Southern,
Western and Central Finland (Hélen et al., 2011; Hyvönen, 2008;Mikkola, Rintanen,
Nuorteva, Kovasin, & Erhola, 2015).

Treatment in Mental Hospitals

In the first decades of the twentieth century, treatments included bed rest therapy, deep
sleep therapy, hydrotherapy, wet pack therapy, malaria fever therapy and sedatives.
Work therapy, namely Simon’s Active Therapy, reached Finland at the end of the
1920s and was taken up by every hospital. Most of these treatments are mentioned
in the writing recalling the 1930s. Shock treatments (cardiazol and insulin coma
therapy) were introduced in the 1930s. Their arrival in hospitals’ treatment policies
was met with high expectations and great enthusiasm. At first, the nursing staff’s
enthusiasm for insulin coma treatment, for example, had a therapeutic impact on
patients, but as it proved to relieve only some of the symptoms of manic-depressive
disorder instead of schizophrenia and other psychosis diseases, the enthusiasm tended
to fall and with that also the therapeutic effects. Electroshock therapy was introduced
in the 1940s and, after somemodifications, has remained in use until today (DeYoung,
2015; Pietikäinen, 2013, 2015; Rissanen, 2018b).

In the 1950s, new pharmaceuticals revolutionized psychiatry. Together with
coercion and isolation, these are the forms of treatment most discussed in our
data. New drugs like chlorpromazine (Largactil®), thioridazine (Melleril®) and
melperone (Bunil®) became “the magic bullets of psychiatry”, as many historians
(e.g. Pietikäinen, 2013, 2015) call them. As a result, the wards became quieter and
more peaceful, which is reflected especially in the memories of those who grew
up in and around the hospitals. Many patients seemed to calm down and improve
their social functioning. Drugs helped many, but the side effects, such as drooling,
dizziness, motoric restlessness and tremors, were often quite severe—and still today
seem to constitute the most difficult aspects for many of our writing patients. Atyp-
ical antipsychotic Clozapine was used for a time at the beginning of the 1970s and
again after 1990. The use of psychotropic drugs increased strongly in the 1990s,
when SSRI antidepressants such as sertraline and citalopram came onto the market
(Huttunen & Javanainen, 2004; Shorter 2009).
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Ways of Reading the Memories

Karoliina Maanmieli (Former Kähmi)—Figurative Language
and Memories of Abuse

My approach to these writings is influenced by my background as a practical nurse
and poetry therapist. I have worked with people diagnosed with schizophrenia for
fifteen years, using poetry therapy as a method of rehabilitation. This makes me
particularly interested in the writers’ use of figurative language, its meaning and its
function in the memories. I am also interested in the therapeutic value of this type of
writing, which I studied in my doctoral dissertation (Kähmi, 2015). This study with
a poetry therapy group for people diagnosed with psychosis showed that figurative
language is a powerful tool to express what is painful, as it provides the necessary
distance and safety. When one is in a state of psychosis or crisis, words may provoke
unusual, conflicting images and an emotional content that can be understood in the
context of poetry therapy.

My present research focuses on memories of violence and coercion in hospitals.
This choice was originally grounded in my professional background and awareness
that service users experience mental hospitals as a source of trauma. Nevertheless, I
was surprised by the number of negative hospital memories in our research material
especially as theywere not explicitly asked for in the call. Patients from the 1930s and
2000s alike reported a lack of supportive relations and unnecessary, violent policing,
for example, in the form of punishments such as dispossession and seclusion. The
prevalence of such coercive practices is, unfortunately, confirmed by other research
(e.g. Keski-Valkama, 2010; Koivisto et al., 2004; Kontio et al., 2012; Kuosmanen,
2009), despite the fact that research (e.g. Vuorela & Aalto, 2011) also shows that
they have no positive impact on recovery.8 In the following, I explore the patients’
use of figurative language that conveys painful emotions in psychiatric treatment.
They are predominantly but not exclusively linked to coercion.

Figurative Language as a Means of Conveying Traumatic
Experiences

My main methodological focus is the relation of metaphor to the intelligibility of
texts. While Pöysä (2015) maintains that writers responding to the type of invitation
we sent out often seek to write a coherent life story, in which incidental events are
combined into a single plot, with the sort of sudden, traumatic events that surround a
mental hospital (Holma, 1999, p. 213), this is a difficult task. In these cases, narrative
coherence may be found in the metaphors.

8 Recent efforts, such as the Mieli [Mind] project in 2009–2015, have sought to improve patients’
status, and to reduce seclusion and other restrictions.
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Savolainen (2015) considers the use ofmetaphors to be away of distancing oneself
from the painful story one is trying to tell by making it fictional. Metaphors help to
find newdimensions in amanageable form, and to transmit an effectivemessage from
a safe distance (Moon, 2007). In poetry therapy, what may commonly be viewed as a
mad way of writing can be discussed and interpreted as poetry and thus a legitimate
way of expressing one’s experiences and emotions (Kähmi, 2015). Some of the texts
in our data display artistic freedom. They are written in an aphoristic or poetic style,
with pictures and drawings on the side. In the light of theories on the therapeutic
effects of art, writing may also have benefited the writers therapeutically. Indeed,
according toMertanen (2009), poetry helps writers to release and structure their own
life stories, as well as to process their emotions.

My approach to the interpretation of metaphors is informed by Lakoff and
Johnson’s cognitive metaphor theory. According to cognitive metaphor theory,
metaphors are an intrinsic part of all our thinking, not just a linguistic phenomenon
(Lakoff & Johnson, 1980). Metaphors work in our everyday life by linking ideas
and helping us understand. All this suggests a continuum between conventional
metaphors,which are not commonlynoticed, and so-called freshmetaphors. In conse-
quence, also the seemingly common metaphors are worth exploring and should be
viewed as meaningful and important attempts to communicate suffering. According
to therapeutic writing researchers such as Bolton and Latham (2004), this is often
the only way to illustrate experiences that are hard to verbalize.

Among the wealth of metaphors and similes in the material, I chose to
focus on those referring to force and coercion, because I noticed that the most
common metaphors used refer to totalitarian institutions such as a prison, army
or concentration camp. Other widely used categories were animals and inanimate
things.

Heaven and Hell

The sameperson tended to produce dramatically different accounts of different hospi-
tals: one hospital could be described as heaven and another as hell. This juxtaposition
sometimes seemed to work as a rhetorical means to create a humorous effect, and
raises questions about the author’s situation prior to the hospitalization:

My main experience of being in hospital I call heaven and hell. […] First X.9 In 1999. It was
like from a horror movie, only much more scary. […] That hospital was the most agonizing
place I have known thus far […] Years passed. Then one day I cracked up. […] Funnily
enough, this time the hospital appeared as a perfect nest of happiness. The nurses were nice
and fair, doctors downright geniuses, and there was rehabilitation available during my stay
and afterwards. […] My mind and memory are filled with gratitude and relief. (SKS/MKM
385–386, patient, 1970s)

9 As our data in regard to each hospital is too limited tomake general statements about any particular
hospital and our main purpose is to discuss phenomena related to psychiatric hospitals rather than
particular hospitals, we have anonymized them here.
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The Oppressive Institution: Prison, Concentration Camp
or a Rubbish Dump

Many writers regard the mental health care system as a means to implement social
control and stigmatization, rather than to provide individual care and rehabilitation.
From their point of view, the function of the treatment culture and diagnoses in
hospitals is to control the behaviour of the patients in thewards.Välimäki, Taipale, and
Kaltiala-Heino (2001) and Kuosmanen, Hätönen, Malkavaara, Kylmä, and Välimäki
(2007) have used the concept “deprivation of liberty” to describe methods that are
used to control patients in psychiatric wards. The aim of these measures is to reduce
risks, but they are also routinely used as part of the treatment. These methods include
restrictions on leaving the ward and on communication, the confiscation of property,
and various other coercivemeasures. Losing one’s liberty can be understood as losing
one’s autonomy and self-ownership.

In some memories, the hospital is compared to a totalitarian institution and is
represented as a prison or a concentration camp, or simply as a rubbish dump (see
also Maanmieli 2018). According to research, this kind of comparison is a typical
way of describing feelings of shame (Kaufman, 1989; Malinen, 2010). My own
observations both in relation to this data and in poetry therapy suggest that restrictions
affect the patients’ thoughts about themselves and strengthen their belief in their own
worthlessness. Prisons are not only a place one is confined to, but also a place where
one loses one’s dignity and self-ownership:

This imprisonment in the isolation room started when I demanded my wallet and keys and
I was told that they are not here. (SKS/MKM 404–413, patient, 1980s)

Prison metaphors point both to locked doors and strict rules and to a psychological
condition of being unable to process what is happening or to find a way out of
the anxiety (Maanmieli, 2018). Psychotic symptoms may make one feel that one is
behind locked doors. For example, in onememory the writer describes “being double
locked” due both to the staff’s requirement to socialize and a panic attack:

Then, shockingly, you are supposed to socialize with others after this treatment. I go into a
kind of double lock (panic) I got drugs for it. (SKS/MKM 414-415, patient, no indication of
the time of hospitalization)

According to previous research, psychiatric medication may increase the feeling
of being in a cage, since it may block brain activity and reduce one’s ability to
function (Tandon, 2011; Wingo, Wingo, Harvey, & Baldessarini, 2009). One writer
particularly describes the difficulty of remembering:

I would have liked to process my relationship with my father in the hospital, but it was not
done. I only got this strong medication that made me forget. (SKS 0416, patient, 1990s)

Portraying the hospital as a concentration camp rather than a prison highlights the
inevitability and existential quality of the situation: one is sent to prison for commit-
ting a crime, but is sent to a concentration camp for qualities such as race or mental
disability:
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My perceptions of mental hospitals are filled with horror, like Nazi concentration camps as
seen by the victims. (SKS/MKM 273–277, patient, 1993–2006)

The patient who wrote the oldest memory in our data, referring to the 1930s, even
claims that rather than prolonging the suffering of patients who have no hope of
getting better, poisoning should be adopted as a hospital policy. He refers to the
hospital as a rubbish dump, which summarizes his opinion that hospitals were useless
and did not provide any relief for mental health problems. According to this writer,
the staff were mostly uneducated and unpleasant, and the rules arbitrary. Although
standards of care have changed substantially since the 1930s, also some of the most
recent memories also portray the staff as treating mental patients as worthless and
inhuman (Maanmieli, 2018).

Animals and Inanimate Things

Patients referred to animals a lot to describe their lack of power, the attitude of nurses
towards them, or the effects of medication. One newly arrived patient describes
how she perceived the other patients as animals made sick by the side effects of
medication. Another patient perceived co-patients as furry animals in their cages.
Comparisons to inanimate things were used in the oldest and newest memories alike.
According to another one, being hospitalized felt like being a canned pineapple. In
the oldest memory, the writer calls patients society’s rubbish, but also some of the
newest memories present the status of patients very negatively. One writer describes
a nurse’s hurtful behaviour through the following image:

Shivering, I raised my hand towards a nurse. I was hoping she would help me stand up.
Her reaction was somewhat disgusted. She recoiled as if I was a filthy animal. (SKS/MKM
482–486, patient, 2010s)

Here the writer uses both institutional and animal images to send a message about
human nature:

Mental hospital was a prison to me. The Doctors there are kings, the nurses are citizens,
and the patients only slaves and jesters. We are never on the same level. Never! And I
feel like throwing up, I really do, for the misuse of power! I would cry if I had tears. I
would scream if I had a voice […] We surrender because it is our position in the mental
hospital setting. We, patients, are like puppies, helpless puppies incapable of doing anything
independently other than gnawing bones in the corner. MAN IS A WOLF WHO, WITH
THE TASTE OF BLOOD IN HIS MOUTH, ATTACKS OTHERS WHEN THEY ARE AT
THEIR WEAKEST. (SKS/MKM 387–389, patient, 2010s)

This writer sees the mental hospital as a kingdom that imprisons patients and
makes them only slaves or jesters of the system. Using figurative language, he tries
to convey the extent to which he experiences powerlessness and a lack of basic
humanity and care. The image of man as a wolf with a taste of blood in his mouth
emphasizes the perceived cruelty. Horrifying feelings of emptiness and strangeness
underlie these kinds of expressions. For patients with a traumatic background, the
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hospital may become somewhere where the nightmarish experiences of childhood
are repeated (Maanmieli, 2018). In the worst cases, the gulf between oneself and
others becomes a chronic condition and way of perceiving oneself (Stolorow, 2008).
In their writing, patients report the staff’s failure to listen, empathize or respect,
strict arbitrary rules, the unnecessary use of force, and compulsory or over-strong
medication.Throughmetaphorical expressions, they convey emotions related to these
experiences. Research can bring these traumatic experiences and the patients’ voices
to the surface and open up the meanings of the metaphors used.

Many writers say that writing was essential to their recovery, both during and
after hospitalization. The initiative to collect mental hospital memories may thus
also have worked therapeutically for some and inspired them to write about the
time they spent in hospital. Some studies suggest that simply writing down stressful
events can improve health and increase the quality of life (Pennebaker & Seagal,
1999; Smyth & Delwyn, 2002). According to Gillie Bolton (1999), metaphors are
windows through which we can reach areas of life that we have chosen to forget
or marginalize. This collection has enabled the sharing of painful memories which,
according to Bolton, is also safe: we can trust the writing hand, because it will not
write anything that we are not ready to face.

Kirsi Heimonen: Researching Through Corporeal
Attunement

As an artist-researcher with a background in dance and somatic movement practices,
I am interested in how corporeality and movement appear in the written memories.
For me, approaching the written memories of mental hospitals has meant immersing
myself in the material, attuning to it with a subtle corporeal attention, and offering
a kind of interpretation through movement in order to create corporeal insights into
the memories. This approach belongs to artistic research, which is singular, trans-
disciplinary and multi-medial by nature. It operates both in the field of art and in
the field of research (Kirkkopelto, 2012; Schwab & Borgdorff, 2014). In artistic
research, research takes place through art-making, which involves material thinking
and thinking by doing. Artistic knowledge is reflexive knowledge that is equal to
but separate from other forms of knowledge (Mersch, 2015; Rouhiainen, 2017).
Thus, for example, performances are considered forms of knowledge and research
outputs. They comprise methods, and form the content and research results, along
with research articles. They do not, however, translate themselves into writing, as
writing and moving exist in different realities (Heimonen, 2009).

As is common in artistic research, I draw on various disciplines, including the
phenomenological approach, in which the focus is on the lived experience, the
attitude of wonder and the human’s interconnectedness with and within the world
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(Heimonen & Rouhiainen, 2019; Merleau-Ponty, 2005/1945). I also draw on new
materialism (Bennett, 2010; Coole & Frost, 2010).10

Artistic research deals with non-verbal processes, so the challenge lies in trying
to articulate and communicate forms of knowing that are non-linguistic. However, I
hope that writing about it can evoke intersubjective, corporeal experiences and offer
an alternative approach tomental health research. This approach does not make value
judgements of thememories. They are appreciated as such. The question of ethicality,
however, is embedded in the art-making, since I inhabit and treat the memories in
a particular way in and through corporeality. Hopefully, respect for each writer of
the memories comes through in the artistic deeds. Here, I invite the reader to follow
some traces of this methodological path, which can hopefully cast light on insights
that have emerged within it.

Corporeal Attunement and Embodied Hauntology

The notion of attuning in and through corporeality permeates the whole process of
researching. The main phases are reading the written material, visiting mental hospi-
tals and realizing selectedmemories throughmovement. These phases are interlinked
and overlap, and each one in turn sheds fresh light on the phenomenon. A partic-
ular attunement to listening through porous corporeality happens that resembles the
notion of listening put forward by Jean-Luc Nancy, who writes how listening forms
one’s perceptible singularity, “to be at the same time outside and inside, to be open
from without and from within” (Nancy, 2007/2002, p. 14).

The first stage for me in this particular process, what first caught my attention
when reading the written material and attuning to it through corporeality, was the
way in which some patients and visitors describe their attachment to the premises
of the mental hospital. This suggested that the materiality and immateriality of the
premises of a mental hospital are intertwined in human perception and feelings about
them, and pointed to the patients’ sensitivity to, e.g., the size, texture, colour or light
of their sites. This orientedmy selection ofmaterial and its exploration in and through
movement. One example of the excerpts I picked out is:

I was mentally prepared for my mother to scream and cry and be upset, but she was frighten-
ingly calm, and as expressionless and pale as the hospital building itself. (SKS/MKM 339,
daughter of a patient, 2000s)

The second important stage in my research path has been attuning to the premises of
mental hospitals when myself visiting various of them in Finland with the research
team. Walking inside those institutions, pausing and breathing the layers of histories
sedimented in those spaces offered particular atmospheres that invited me to linger.

10 The various approaches in newmaterialism have common features: they abandon the terminology
of matter as an inert substance, recognize the plural, complex, relatively open process of material-
ization, and the immersion of humans with the productive contingencies of materiality (Coole &
Frost, 2010).
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Fig. 10.1 Kirsi moving at the Material Cultures of Psychiatry conference in Hamburg (two images
on the left by Sari Kuuva), and in an art event in a public library inHelsinki (byKaroliinaMaanmieli)

So as the memory above suggests, I have lived the whiteness of the walls inside
hospitals when walking along the corridors, and that has affected the way I have
moved or written about the memories.

Thirdly, fleshing out some memories through movement in live dance events at
conferences and art happenings has given me important opportunities to share the
memories. On these occasions, my research colleagues have read aloud selected
fragments of the memories as I have lived through them by moving (see Fig. 10.1).
What has made those events unique has been the performance site, the participants,
the time of day and corporeal conditions. Along with the movements, I have found
myself speaking, repeating some words of the text and wondering about the place.
A kind of continuation of the memories or an alternative path has emerged through
moving and speaking, and my corporeality has been available for the moves and
sentences to emerge.

This method of corporeal attuning ranges from reading the written memories to
moving. This has led to my being haunted by the memories: some fragments of
memories have overtaken me in everyday life—when walking, eating or sleeping—
insisting that I pay attention to them. A slow, intense process keeps happening.
This resonates with Lisa Blackman’s (2015) notion of embodied hauntologies.
According to Blackman, embodied hauntologies “work with traces, fragments,
fleeting moments, gaps, absences, submerged narratives, and displaced actors and
agencies” (Blackman, 2015, p. 26). Blackman also states that this kind of method-
ological orientation requires amediated form of perception that exceeds conventional
modes of perception. My commitment to a somatic method, the Skinner Releasing
Technique (SRT), has intensified and cultivated the vulnerability of corporeality,
and allowed memories to haunt me, and me to perceive things that are beyond
conventional research methods.
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Somatic Movement Practice as a Research Method

The porousness of corporeality, a particular kind of attunement and openness, a way
of perceiving the world, is offered to me by the Skinner Releasing Technique, which
has therefore affected how some memories haunt me. This somatic practice11 has
influenced everything I do: reading, writing, speaking, breathing and moving. The
principles of the technique, such as letting go, multidirectional alignment, a watchful
state, effortless effort and suppleness, have become embedded in corporeality, which
has turned out to be an important way of approaching the writings (Dempster, 1996;
Lepkoff, 1999). Letting go—the most important principle, with which all the others
are interlocked—entails giving up one’s habits and conventions, ranging from stiff
muscles to ways of thinking, that prevent one from perceiving what is unfolding in
each moment. It has brought an alertness that encourages one to question one’s own
actions.

The incorporation of the Skinner Releasing Technique has happened to me
slowly over the years, and still it keeps unfolding, changing my corporeality,
including my perspective on the world. Theatre practitioner and researcher Ben
Spatz (2015) stresses how immersion in bodily practices brings insight, and argues
for the embodied technique as knowledge. My orientation to the research material
has emerged slowly—slowness is essential: listening, pausing and attuning to the
written memories is about letting something emerge without pushing forward one’s
own agenda.

Affects Within Memories and Movement

Here are some excerpts from the memories that have haunted me, dwelled in this
corporeality and that I have fleshed out through movement. In each performance, I
“was caught up” (Blackman, 2012, p. 102) by them.

In some wards, I paid attention to the wide corridors that gave rise to a feeling of space when
walking there… and that brought imagination into play. (SKS/MKM 395, patient from the
1970s to the 2010s)

During the three-month treatment period I couldn’t sleep at all. I sat on the window sill in
my room, I liked that, it was painted white, a broad concrete shelf. I watched the outside
world till the early hours. Watching the falling snow brought a kind of beautiful fulfilment, it

11 The Skinner Releasing Technique (SRT), a creative approach to movement training, was devel-
oped by Joan Skinner in the 1960s in the United States of America. Skinner is a former member of
theMartha Graham andMerce Cunningham dance companies. SRT includes image-guided instruc-
tions to ease tension, promotes an effortless way of moving, and alignment with the whole self. It
integrates technical and creative aspects in moving (Dempster, 1996; Eddy, 2016; Skura, 1990). In
order to understand what this method is about, one needs to take part in lessons, to live it, since it is
neither easy nor desirable to give a definition of a somatic practice (Reed & Whatley, 2009). Other
somatic practices include Alexander, Klein and Feldenkreis techniques and Body Mind Centering.
More information about SRT: http://www.skinnerreleasing.com/aboutsrt.html.

http://www.skinnerreleasing.com/aboutsrt.html
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calmed down the accumulation of anxiety that was swirling around inside me. (SKS/MKM
483, patient, 2000s and 2010s)

These descriptions of corridors or snowfall can be taken as vital materiality that
interweaves with the state of the writer; or we could say that those materialities and
immaterialities create their state of being. Jane Bennett describes vital materiality as
something that “captures an ‘alien’ quality of our flesh”, and thus reminds humans
of the “very radical character of the fractious kinship between the human and the
nonhuman” (Bennett, 2010, p. 112).

These excerpts suggest a sensitive relationship between the experiencer and the
environment. This kinship with the nonhuman may be intensified by the fact that
the patients often report that nobody listens to them, or that they do not want to
become acquainted with other patients. Because of their sensitive attachment to the
physical environment, I have sensed the kinship between my corporeality and theirs.
In my performances, each excerpt guided me to a particular spot or area on the site,
like a corner, and that location offered its own architectural-material-atmospheric
qualities, which have become part of the memory in question. The site, atmosphere
and excerpts have all permeated the corporeality, and the contours of the corporeality
have become blurred.

The corporeal attunement through memories and the physical locations in mental
hospitals have created various atmospheres for exploration. The notion of atmosphere
links together the relationship between human and nonhuman, as in the fragments
above, and affects. Affects refer to the capacity of bodies to affect and be affected
(Blackman, 2008); here, the bodies of patients, visitors,my body and the bodies of the
spectators of these performances. Lisa Blackman’s description of affect, which “is
disclosed in atmospheres, fleeting fragments and traces, gut feelings and embodied
reactions and in felt intensities and sensations” (Blackman, 2015, p. 25), resonates
with this porous corporeality, since affect is transpersonal: it refers to processes of
life and vitality that circulate and pass between bodies (Blackman, 2012). Affectivity
is taken here as the ability of corporeality to mediate something of the atmosphere
of mental hospitals through movement. The vagueness and yet the power of the
notions of atmosphere and affect create space around the memories that transcends
the individual experience, and makes it inseparable from the environment, including
the treatment. Attuning to the fragments ofmemoriesmeans that the researcher is part
of the research; there is no possibility of detachment. That concerns also embodied
hauntologies and exploring affectivity (Blackman, 2015; Trivelli, 2015). However,
the idea is not to take hold of the phenomenon and determine it, but to let oneself be
taken up by it and live through it by moving.

Trusting corporeality gives no clear answers, since it is in constant flux. The
knowledge that is produced through moving is partial, in a state of becoming, and
unnamed (Heimonen, 2009). Hence, turning these written memories into physical
movements and then writing about it entails paradoxes. First, shifting fromwriting to
the realm ofmovingmeansmoving beyond language while trying to share something
of its qualities. Second, the attempt (here) to convey something of the dance by
writing can be seen as betraying the reality of dancing since, as Lepecki (2006) puts
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it, wordlessness is not a defect of dance, but a way of being. Approaching writing by
moving is neither translation nor representation. Instead, these paradoxes lead to a
diverse group of non-representationalmethods and theory that seekways to copewith
more-than-human andmore-than-textual,multisensoryworlds. Rather than reporting
and representing, “non-representational work aims to rupture, unsettle, animate and
reverberate” (Vannini, 2015, p. 5). In my study, the notion of subjectivity here is
not that of a fixed, self-contained subject but that of a becoming subject and human
agency intertwined with materialities, as is argued, for example, in new materialism
(Coole & Frost, 2010).

Performing Memories

Oneway to describe the sharing ofmemories throughmovementwith audiences is the
notion of corporeal empathy. Corporeal empathy shifts the focus from imagination,
perception and rationality to recognizing feelings through corporeal experiences,
valuing experiences and avoiding the dominance of rational knowledge (Aaltola,
2017). When I have moved excerpts from these written memories in public events,
the reception has varied: sometimes the audience have been attentive and still, some-
times they have burst into laughter. Sometimes the atmosphere in the events has been
somewhat hesitant, which has affected me, too. Often, spectators have approached
me later. Researchers have been amazed how the moving of the memories brought
out the corporeality and humanity of the writers. On one occasion, a spectator shared
her own experiences in mental hospital and said that “everything you did was just
like how people acted there”. The corporeality has been open, allowing a range of
reactions; some of the affects emerging from memories, movement or a site have
triggered a response in spectators, and affects have moved through people and mate-
rials. Something is being presented through moving, since I am dealing “with forms
of knowing that exceed rational, conscious experience” (Blackman, 2012, p. 24).

The method I have described here encourages researchers to approach their
research material by pausing and listening to their corporeality, without precon-
ceptions, letting the space and time create an atmosphere where questions, hunches
and spontaneous reactions can all emerge.

Sari Kuuva: Psychiatric Hospitals as Emotional
Communities—Fear, Topophilia and Topophobia
in the Memories of the Children of the Staff

One unexpected part of our research data was the memories of people who had
lived on hospital premises as children because their parents worked in the hospitals.
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Particularly during the 1940s and the 1950s,12 the staff in Finnish psychiatric hospi-
tals frequently lived within the hospital grounds with their families, and this group
of writers, the “hospital children” as I will call them, were mostly the offspring of
nurses, but also of doctors andother groups.Most of the children had relatively similar
living conditions, and they form a more homogeneous group than the other writers,
patients, relatives and staff, who have more varied social and cultural backgrounds.

As I familiarized myself with the data, I noticed that those who had spent their
childhood in the hospital observed their environment from perspectives that had not
been so thoroughly investigated earlier as the experiences of patients or staff, and
that there was little research literature on this issue (e.g. Arbaeus, 1993). The hospital
children included descriptions of forbidden spaces in the hospital environments, and
they were actually able to move around in their surroundings rather more freely than
most adult members of their community. Therefore, the hospital children did not have
fixed standpoints or attitudes to the otherwise hierarchically organized life, spaces
and practices of psychiatric hospitals, but had got to know the hospital and the people
living and working there through movement and play. What is interesting in the texts
written by the hospital children are the connections between motion and emotion.
As children frequently observe their environment from different perspectives from
those of adults, their emotional experiences are different, too.

I have approached the hospital children’smemories by focusing on their emotional
content. My earlier studies have mainly focused on the cultural aspects of emotions
(Kuuva, 2007, 2010, 2018). I assume that, compared to other children living in the
countryside, or in residential areas like factories and military bases, as well as the
other people who lived, worked and visited in mental hospitals, the children who
lived in these hospitals formed their own special kind of emotional communities
(cf. Rosenwein, 2006). To some extent, the emotional experiences of these children
resemble the experiences of contemporary children living outside hospitals as well
as the experiences of patients, staff and relatives in the context of hospitals, but there
are also differences.

The key questions guiding my analysis are: (1) What kinds of emotions did the
hospital children (who are now adults) experience when they moved in and around
the hospitals? (2)What terms of emotion do the hospital children use explicitly when
they describe their childhood experiences? (3)Which emotions are implicitly present
in the texts, and how are these emotions constructed? (4) What kind of conceptual
relationships are there between the most important emotions in the texts by the
hospital children?

12 Mental hospitals and their surroundings formed miniature hierarchical communities within
society and the villages and municipalities they were placed in. Partly this was due to legisla-
tion, decrees and hospital rules, which, for example, until the 1950s, required that doctors and
nurses live on the premises. After the Second World War, there was a severe shortage of mental
nurses, and decent accommodation was an asset with which hospitals tried to attract medical staff.
It was common for the staff to find their spouses among the hospital staff, and families with children
lived in the hospital grounds from the 1940s to the early 1970s. Hospitals frequently had utilities
like a bank, a shop, barbers’ shops and day care on the premises (Nieminen, 2015; Tuovinen, 2009).
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My method is conceptual analysis, and I focus especially on emotion concepts
by analysing the ways in which emotions are present in the texts, either explicitly or
implicitly. By studying the uses of emotion concepts I aim to clarify how emotional
experiences are constructed in the texts (cf. e.g. Bal, 2002; Saariluoma, 2002;Wilson,
1963;Wittgenstein, 1953/2001). This approach is based onWittgenstein’s later philo-
sophical investigations where it is argued that the meaning of concepts derives from
their context whereby it is related to thematic and discourse analysis. For example,
when studying the hospital children’s experiences of fear or a sense of security,
which are explicitly mentioned in their texts, I analyse the content associated with
these concepts. In my analysis, fear and the sense of security are connected to the
concepts of topophilia and topophobia, which are frequently used in cultural geog-
raphy. Topophilia refers to a strong, positive emotional bond between a person and
a place; topophobia refers to fear related to a certain place (Tuan, 1974/1990, 1977).
Although these concepts are not explicitly used by the hospital children, both the
fear and the sense of security described by them are repeatedly linked with mental
hospitals as places. Therefore, it can be argued that notions relating to topophilia
and topophobia are implicitly present in the hospital children’s texts, and it is there-
fore reasonable to use these concepts in the analysis of these texts. The use of these
concepts links the hospital children’s memories to the perspectives of cultural geog-
raphy. These concepts appear in the texts as emotional attitudes towards the childhood
environment and the people and phenomena that were encountered there.

Fear, Topophilia and Topophobia

Fear is the most frequently used term of emotion in the texts of the children of the
mental hospital staff, but its counter term, a sense of security, is also frequently
mentioned. Typically, the hospital children say that they were not afraid to move
around in the area of the hospital. This can be taken to contradict the assumption
of people living outside hospitals that there was something frightening about the
hospitals. As described by one writer in this group:

We were relatively isolated in the grounds of the psychiatric hospital, where outsiders were
not allowed. […] It seems that people living in town were almost so afraid of ‘the fools’ that
they avoided us, too. (SKS/MKM 491, hospital child)

Living in hospital accommodation was stigmatizing. Emotions related to the stigma
are processed in the writing, for example, by denying the fear and by emphasizing
the feeling of security that derives from the communal life of the hospital.

Although fear is frequently denied, there are people and situationswhich are expe-
rienced as frightening. For example, the hospital children describe certain patients
as aggressive, and it can be assumed that their aggressiveness aroused fear in the
children. Also, the patients’ screaming and certain psychiatric treatments, like elec-
troshock therapy or lobotomy,made them afraid. Sometimes fear is implicitly present
in the texts. For example, when the writers explain how the patients sometimes
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committed suicide, terms like fear or melancholy are not always explicitly used, but
these emotions are present as descriptions of situations etched in the memory and in
ideas about the heaviness of the atmosphere:

At least twice someone drowned themselves in the pond in the summer… Once, during the
celebration of Midsummer, we saw that one of the patients tried to jump into the bonfire.
(SKS/MKM 535, hospital child)

I remember the heaviness and sorrow that the parents experienced when a patient committed
suicide or died. (SKS/MKM 345, hospital child)

In these citations, fear is not explicitly mentioned, but the context and the presence
of death, which shocks and saddens the whole community, creates an atmosphere
where fear is also continuously present. Suicides and death affect the staff and their
children alike, and they undermine the children’s sense of security both directly,when
they witness suicide attempts, and indirectly, through the sadness of their parents
which, according to thewriters, often goes unexplained. In themid-twentieth century,
parents did not commonly discuss their emotions with their children or explain what
had happened. The inexplicable emotional reactions of the adults thus sometimes
frightened the children.

Fear is one of the strongest emotions, and it can alter the experience of place
and change topophilia into topophobia (Koho, 2014; Tuan, 1974/1990, 1977). In the
memories of the hospital children, this shift from topophilia to topophobia can be
seen in the following lines:

It felt quite safe to live there. Long after I had moved away from there, my mother called me
and said that terrible things had happened near the hospital. A schoolchild had been killed
at the very same bus stop where I used to wait for the bus, often alone. The person who did
it was not found immediately, and the whole hospital was afraid. Then it turned out that the
offender was a patient who had been regarded as harmless and had ground privileges. We
knew many patients of this kind. (SKS/MKM 477, hospital child)

This shows how a place that was earlier felt to be safe suddenly becomes frightening
when something unexpected happens.

While fear is a central emotion in the wider emotional community of a psychiatric
hospital, what it consists of is different for different groups. For example, fears
related to psychiatric treatments are different for patients, staff and their children.
The fear of people living outside a psychiatric hospital is more abstract than the fear
of people living within the hospital boundary: the outsiders’ fear is not softened by
positive emotions such as the sense of community and of security that the children
experienced. It is therefore important to analyse what causes a particular emotional
experience and how this experience is conceptually constructed.

Empathy

With reference to psychiatric hospitals and psychiatric care, an interesting feature
is the children’s ability to feel empathy. Through their observations, movement and
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play, they gain multiple perspectives and reflect situations from the perspective of
their friends, parents and the patients, too. Although children do not know the details
of different medical treatments, they observe the influence of these treatments on
patients, and also on their own parents. For example, the hospital children noted how
hard it sometimes was for their parents to witness the impact of lobotomies on their
patients. The children also did not distinguish between patients and other people:

All of us who spent our childhood and youth at the district hospital from the 1940s to the
mid-1960s learnt to see the human mind as a subjective and experiential whole. We did not
make much distinction between patients and non-patients. (SKS/MKM 217, hospital child)

The hospital children’s texts showwhat complex emotional environments psychi-
atric hospitals were. They were not just places of psychiatric care but also places
where people worked, lived and played. The childhoods of the children who lived
there resemble the childhoods of agrarian children in general (cf. e.g. Gutman, 2013;
Korkiakangas, 1996; Nieminen, 2015; Stearns, 2013; Toivola, 2005). Because of the
emotional peculiarity of a psychiatric hospital, the children of the hospitals can offer
new perspectives not only on the study of psychiatric care, but also on the study of
emotions related to childhood.

Discussion

Our multidisciplinary approach, drawing on the history of psychiatry and various
methods of cultural and artistic research, throws light on the numerous ways in
whichmemories ofmental hospitals can be interpreted, and howdifferent approaches
shape the knowledge that is gained from such memories. Our data offers a sketchy,
yet important and unique window onto the ways in which mental and psychiatric
hospitals are remembered today. In some cases, the memories also reveal how the
writers’ experiences still affect their lives, attitudes and their families and commu-
nities today. With our data collection method, the collection of written responses
in collaboration with the Finnish Literature Society, we reached people beyond the
usual reach of media representations and published autobiographies, for example.
However, as severe mental health problems can limit people’s access to language
and as memories related to psychiatric disorders and treatments can be too hard
or too painful to remember, the writing project only reached a limited number of
people. With our research and the public events that we have organized to discuss
our findings, however, we have sought to create spaces for the further remembering
and sharing of memories.

Rememberingbreeds remembering, and the sharingofmemories related to psychi-
atric hospitals can help heal wider cultural trauma related to institutionalization. The
possibility of sharing memories through research and writing offers those who have
experienced trauma the chance to voice experiences that cannot be discussed with
families or in public, and also to express criticism without the fear that this might
prevent the writer from getting proper treatment now or in the future. Psychiatric
patients are especially vulnerable because they are so dependent on the health care
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system. Awareness of this is also evident in the fact that many writers emphasize that
they are not bitter and do not wish to criticize anyone. Although a significant number
wanted to remain anonymous, others positively wanted to have their memories filed
in the archives under their own name.

It can be detected from thememories that manywriters used the opportunity given
by our call to both remember and to structure their memories in ways that could
communicate their experiences to others. The memories reveal pain, anger, worry
and remorse, but also gratitude, acceptance and hope. Many writers also commented
on their writing: on the way they were (or were not) able to express their experiences
and feelings, on the opportunity to write about the memories and on what they had
written. This points to the fact that, as the historian Joan Scott (1991) has put it,
experience is an interpretation of events that is itself in want of interpretation. Our
aim in this article has been to provide insights into different ways of reading, relating
to and producing knowledge about the heterogeneous body of memories of mental
hospitals. This can create a space for sharing further memories, and it can encourage
people to think about their own relation to an institution and also share painful, joyful
and contradictory memories related to institutions that have brought people together
in so many ways and in such different roles.

The different ways of engaging in dialogue with the memories offered in this
chapter suggest that it is not only through language and discourse thatmemorieswork
on the onewho remembers and the onewho reads and interprets thosememories. The
memories engage and can be interpreted affectively, and reading the memories can
also affect the readerwell beyond language: they are experienced—and theirmeaning
can be interpreted and understood—through extra-lingual means such as dance. The
different ways of engaging—thematically, corporeally, conceptually, theoretically—
with the texts reveal the multilayeredness of the memories.

KaroliinaMaanmieli’s examination of the figurative expressions in patients’ testi-
monies shows how metaphors and similes are used to convey the strong emotions
related to negative and traumatic experiences. Sari Kuuva’s approach brings to light
a group of people whomwe do not customarily associate with mental hospitals: chil-
dren who grew up at the hospital provide interesting insights into the life of hospital
communities. Their responses about childhood in the hospital also show that the
emotional burden of the parents’ workplace affected their homes. They are now yet
another group of people who are affected by the ways in which psychiatric care is
organized, and they deserve further study. Their emergence also points to the further
and wider cultural effects of psychiatric care.

Kirsi Heimonen’s approach takes us beyond discursive and representational ways
of being in the world. Emphasizing the bodily, corporeal relation to the materiality
of the world, her approach helps us to understand the richness of experience that lies
beyond words and manifests itself in relation to the nonhuman. For those relying on
language as the primary means of making sense of others and ourselves, the way she
reads the writings with, in and through corporeality and dance provides a lens to the
possible reality that lies beyond language and discourse. It reminds us that not all
aspects of illness, experience and treatment are translatable into concepts and words.

The different methods complement each other, yet their co-presence also points
to each one’s limitations. The ways of reading the memories presented here seek to
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evoke understanding and empathy, in a way re-humanize people in mental hospitals,
a goal that is in line with Dainius Puras’ (2018) call for a change of paradigm to
one that prioritizes human rights in the planning of health services. The experiences
and viewpoints presented in our data point both to the failings in treatment from the
point of view of staff and patients, and to the attitudes and emotions that support or
prevent change. This type of research highlights embodied and corporeal experiences
within psychiatry and sets psychiatry in its wider cultural context. It also points to the
perhaps unforeseen effects on unforeseen groups of people, such as children brought
up at the hospital, and may increase awareness of the range of experiences related to
psychiatric care.

This has also been the purpose of the public events we have organized, where we
have shared our research with the public, and the writing workshops that Karoliina
has developed inspired by the first public event in 2017 where Kirsi danced some
memories. In the discussion that followed, the audience reported that the dance
made the memories more touching and accessible, and aroused feelings of empathy
towards the patients. This inspired Karoliina to create a writing workshop based
on traumatic memories. She selected parts of the patients’ most painful memories,
which the participants read and thenwrote down their own imaginary,mental hospital
memory. The texts were then used for reference in the discussion. The participants
reported that the workshop helped them to relate to the patients’ experiences and to
recognize the need for kindness at times of crisis. This method could be implemented
in professional education and guidance to help nurses understand their patients’
experiences. The dance performance and creative writing workshop are only two
examples of the numerous ways in which creative methods can be used to develop
psychiatric care and raise awareness and empathy towards people who suffer from
mental health problems and their treatment.

Conclusion

The study of psychiatric care is often guided by strong and established cultural
metaphors, narratives and imageries. However, the goal of study should not just be to
repeat and confirm what is already known (cf. Pietikäinen, 2013). New perspectives,
such as those that open up from the testimonies of those who lived in psychiatric
hospitals as children, can generate new research questions and help create a richer
understanding of the social, cultural and economic significance of the hospitals.
Historical study shows the consistencies and inconsistencies in the treatment and
organization of psychiatric care. Approaches from the perspective of creative, artistic
and cultural studies can reveal new aspects of experiences that are difficult to convey
and verbalize. Attention to the body, affects and emotions can help generate both
new practices, new research questions and new ways of engaging the public with the
results of academic research.
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Appendix 1 Our Call for Memories

Memories and Experiences of the Mental Hospital
Collection of memories from Oct. 15, 2014 to May 31, 2015 (later extended to September 30,
2015)

In one way or another, mental hospitals have been part of many Finnish peoples’ lives.
Thousands have been treated in them. Many have worked in them, and many have visited their
friends or family members in them. The patients and staff members of the hospitals may also
have been part of many local peoples’ lives.

We are now collecting memories related to mental hospitals. First experiences related to
the hospital are often strong. For the patients and the staff mental hospitals, however, can be
a site of everyday life. We are also interested in such descriptions as well as local people’s
memories and experiences of mental hospitals and their functions.

Write about your experiences! You may use the questions below:

• Have you been treated in a mental hospital? What kind of memories do you have of this
period, treatments, staff, other patients or the locality? Tell us about your experiences.

• How did you fell about the ward you were in? What kind of treatment did you receive?
What kind of rehabilitation was available?Were you heard?What was themost meaningful
encounter for you in the hospital?

• What was the everyday life like in the hospital? What about celebrations? How did you
keep in contact with your family, friends or relatives? Did you have visitors? How did it
feel to receive them?

• Have you been a member of staff in a mental hospital or have you worked in one? Tell us
about your experiences.

• Has your family member (e.g. your spouse, parent, child or sibling), relative, girl or boy
friend, friend or acquaintance been treated or worked in a hospital? Tell us about your
memories.

• How was it to live in or near a mental hospital? How has the hospital affected your own
life or the environment or locality?

• How have your personal experiences of mental hospitals affected your earlier ideas about
mental hospitals or their operation?

• Have you noticed changes in the operation of a mental hospital in the long run? How have
you experienced these changes? Tell us about your observations and experiences.

• You can also describe the hospital as a physical environment. What was the building like?
How did it look inside? What were the surroundings like? How did it feel to travel to the
hospital or to visit one? How did it feel to leave the hospital?

• What did the hospital mean to you? Your experience is important.

The collection is organized by researcher Saara Jäntti and the Network of Cultural Studies
in Mental Health at the University of Jyväskylä together with the Finnish Literature Society.

The writings will be archived in the Finnish Literature Society for researchers. You can
also send us photos or recordings related to the mental hospital or life in them or use them to
refresh your memory.

Guidelines
Write in your own language and style. You can also record your memories or interview a

person who has stories, memories or experiences related to mental hospitals. Your reply must
be accompanied by your own and your possible interviewee’s consent to store the material you
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send to the collection with your name or a pseudonym in the archives of the Finnish Literature
Society.

Familiarize yourself with the guidelines for archiving in the Finnish Literature Society’s
archives www.finlit.fi/luovutus_ja_keruuohjeet.

Send us your writing by May 31, 2015

• by using the online form at www.finlit.fi/mielisairaalat or
• by post at Suomalaisen kirjallisuuden seura, kirjallisuusarkisto, PL 259, 00171 Helsinki,

write “Mental hospitals” on the envelop or
• by email as an attachment to keruu@finlit.fi with the subject title “Mental Hospitals”.

There will be a lottery of books for those who reply.
Further information: Finnish Literature Society, phone: 0201131240, keruu@finlit.fi
Saara Jäntti, saara.jantti@jyu.fi
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Chapter 11
Conclusion: Qualitative Research
in Mental Health: Reflections
on Research Questions, Methods
and Knowledge

Carla Willig and Maria Borcsa

Abstract This chapter reflects on the use of qualitative research methodology in the
studies described in this volume. Although all studies were concerned with the ways
in which meaning is negotiated, modified or reproduced when people engage with
phenomena that are relevant to mental health, they deployed a wide range of research
designs including textual analysis (including various types of discourse analysis;
linguistic interactional analysis; emotional textual analysis), theme-focused types
of analysis (including grounded theory; thematic analysis; metasynthesis), reflexive
methods (including autoethnography; interpersonal process recall; corporeal attune-
ment and hauntology) as well as phenomenological approaches. To help readers
differentiate between these approaches and to clarify their purpose and rationale, we
present a systematic reflection on the types of research question they address, the
methods of data collection and analysis they utilise, the voice and style in which they
present their findings, and the type of insights they can generate. We also pose the
question of what makes qualitative research ‘research’ and argue that despite their
differences, all studies were designed to increase our understanding of the social
processes that underpin ‘mental health’ and to contribute to the literature in the
field. The chapter concludes with a discussion of future directions and challenges
for qualitative mental health research.

Keywords Qualitative mental health research · Research questions · Qualitative
research design · Diversity in qualitative research · Textual analysis ·
Theme-focused analysis · Reflexive methods · Phenomenological approaches
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qualitative research methods. The studies presented are all, in one way or another,
concerned with meaning-making and with the ways in which meaning is negotiated,
modified or reproduced when people engage with phenomena that are relevant to
mental health. Within that shared endeavour, different methodological approaches
can be employed, and the chapters in this book showcase a wide range of qualita-
tive research designs that can help shed light on the processes involved in shaping
experiences relevant to mental health. These include varieties of textual analysis
(including various types of discourse analysis; linguistic interactional analysis;
emotional textual analysis), theme-focused types of analysis (including grounded
theory; thematic analysis; metasynthesis), reflexive methods (including autoethnog-
raphy; interpersonal process recall; corporeal attunement and hauntology) as well
as phenomenological approaches. And although most of the studies used qualitative
interviews to generate their data, there are also examples of alternative forms of data
collection such as the use of written accounts, personal journals, published accounts,
secondary data, and focus groups, as well as innovative forms of interviewing
including the walking interview and interpersonal process recall in multi-actor ther-
apies. We hope that our readers have been stimulated by the chapters included in this
volume, and that the richness and diversity of the qualitative approaches showcased
here have provided inspiration and motivation to those planning to conduct research
in this field of study.

Four Types of Research Question

We do realise, however, that such diversity and multiplicity of approaches can feel
like a lot to handle, and that being exposed to such variety may raise questions about
how to choose between them. In what follows, we hope to clarify how the different
approaches presented in the chapters relate to one another and how researchers may
best differentiate between different types of methods so as to enable them to make
meaningful choices.

One helpful way of grouping methodological approaches is on the basis of the
types of research questions they are designed to address (see Table 11.1)1. For
example, a common type of research question seeks information about the pres-
ence and content of theoretically derived constructs in the data. Such constructs
can reference cognitive (e.g. beliefs, attitudes, perceptions) as well as more social,
process-oriented (e.g. communication styles, interactive patterns) phenomena. For
example, Sargent and Abela’s (Chapter 2) research used thematic analysis to extract
and represent psychiatrists’ perceptions of schizophrenia from interview data, and
Krivzov et al. (Chapter 3) usedmetasynthesis to identify different kinds of therapeutic
processes evident in published psychotherapy case studies. This type of research
question pre-supposes the relevance of the construct which informs the search for

1Please note that as some chapters discuss several studies, there may be reference to more than one
type of research question in any one chapter.



11 Conclusion: Qualitative Research in Mental Health … 253

Table 11.1 Types of research questions, examples from the chapters and methods

Types of research question Examples Methods

Type 1: What is there? What
is going on?

What are psychiatrists’
perceptions of schizophrenia
and recovery from
schizophrenia?
What are the therapeutic
processes that characterise
treatment of medically
unexplained symptoms?

Thematic analysis;
metasynthesis

Type 2: What is it like to
experience X? What does this
experience mean to the
person?

How do forensic psychiatric
clients experience transitioning
from hospital to living in the
community?
What is it like to be diagnosed
with cancer?
What does it mean to live with
terminal cancer?

Autoethnography;
phenomenological methods;
grounded theory;
metasynthesis

Type 3: How is an
experience constructed
through language?

How is the experience of living
with cancer (or of childbirth, or
unemployment, or mental
health problems, or ‘being at
risk’) constructed through
language? What are the
dominant discourses in
circulation, and what are their
implications for how people
can experience these events?

Foucauldian discourse
analysis;
critical discourse analysis;
linguistic interactional
analysis

Type 4: What lies behind that
which presents itself?

What drives the demand for
certain types of mental health
diagnoses?
Which emotions are difficult to
access and how may they be
expressed through people’s
accounts of their experience of
living in a mental hospital?

Emotional textual analysis;
Dialogical analysis:
figurative language focus and
conceptual analysis with a
focus on implicit emotional
content;
corporeal attunement and
hauntology

relevant themes (in our examples, ‘perceptions’, and ‘therapeutic process’), and it
demonstrates a commitment to the idea that aspects of social reality can be captured
through research. Such research draws upon existing knowledge of the phenomenon
under investigation and builds upon existing research in the field to expand the
knowledge base.

A second type of research question concerns itself with the nature and quality
of particular experiences, seeking to capture their texture and meaning so that they
can be better understood. For example, Kinney (Chapter 4) used walking interviews
to obtain data that could shed light on participants’ experiences of transitioning
from a forensic psychiatric hospital to the community, and Willig (Chapter 5) used
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autoethnography as well as hermeneutic phenomenology to gain a deeper under-
standing of the lived experience of cancer. This type of research question seeks to
produce phenomenological knowledge to enable peoplewho have not had that partic-
ular experience to obtain some insight into its nature and quality. Phenomenological
research questions are based upon the assumption that it is possible to capture and
communicate the meaning and texture of experience in ways that makes it at least
somewhat accessible to those who have not had the experience themselves.

A third type of research question focuses on the role of language in shaping
human experience. Here, the focus is on how experience is talked about, and what
this might tell us about its construction and possibilities. Methods used to address
this type of research question involve fine-grained analysis of language and language
usage. For example,Willig (Chapter 5) and Challenor et al. (Chapter 6) used forms of
discourse analysis to identify dominant discourses and trace their implications for the
production of subjectivities and experiential possibilities in relation to significant life
events such as cancer (Willig) andmental health issues, childbirth and unemployment
(Challenor et al.). In a similar vein, Lorke et al. (Chapter 7) conducted a linguistic
interactional analysis (with a focus on lexical and semantic features) of interview
data to shed light on the complex linguistic negotiation of participants’ ‘at risk’ status
and its implications for their experience of themselves as being ‘at risk’.

Research questions that focus on the constructive dimension of language are
based upon a social constructionist perspective, which is concerned with the social
processes producing particular social and psychological realities. Language and
language use are chief amongst the means by which the social construction of
reality comes about, and most social constructionist research uses discourse analytic
methods to analyse texts, although images (see Challenor et al., Chapter 6) can also
be included.

A fourth type of research question is concerned with accessing latent meanings in
the data that are understood to underpin the more overt, manifest content. Such latent
meaning can take the form of unconscious dynamics, emotional tensions or conflicts,
or taken-for-granted, unacknowledged social imperatives, and will be informed by
the theoretical framework the researcher is working with. For example, Bucci et al.
(Chapter 9) used emotional textual analysis to access what they conceptualise as
the collective collusive fantasies of groups of people (here, school teachers, and
healthcare staff and their clients) in order to better understand their choices and
demands, and how these relate to the sociocultural and historical contexts within
which they are being made. Jaentti et al. (Chapter 10) deployed a figurative language
focus on metaphor use as well as conceptual analysis to reveal difficult emotional
content as well as implicit emotional content in written memories of life in a mental
hospital. This type of research is based on the assumption, informed by theory, that
people’s overt behaviour and their declared views and opinions as well as the stories
they tell about themselves are driven by underlying motivations and desires, which
are not immediately evident to either the researcher or the research participant. To
access such latent meanings, the researcher needs to employ methodical procedures,
which will allow them to bring to light what is normally hidden from view. Borcsa
and Janusz (Chapter 8) used interpersonal process recall interviews, dialogical and
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story-telling analysis to examine the interplay between couple therapists’ personal
and professional voices as they reflect on their experience of a therapy session.

Closely related to this approach is research that uses data collection methods
that can capture meaning not easily expressed in words. For example, Jaentti et al.
(Chapter 10) used the researcher’s bodily movement inspired by texts (patients’
memories) and by space (the mental hospital) to access deeper, embodied meanings
of the experience of living in a mental hospital. And Challenor et al. (Chapter 6)
analysed images of childbirth posted on social media to access meanings that were
excluded from textual accounts.

Themethods presented inTable 11.1 are primarilymethods of data analysis (rather
than data collection). The reason for this is that methods of data analysis are designed
to answer particular types of research question whilst methods of data collection can
be deployed more flexibly and across a variety of qualitative research designs. For
example, semi-structured interviews can be used to collect data, which can then be
analysed in a variety of ways including thematic analysis, discourse analysis and
phenomenological analysis. However, there are some methods of data collection,
which are more specifically suited to a particular research design and a specific
approach to analysis. For example, the walking interview and interpersonal process
recall interviews are examples of data collection methods that have been designed
to generate data that is suitable to provide answers to quite specific questions about
research participants’ experiences andmotivations. Finally, there are approaches that
are characterised by a combination of data collection and analysis procedures, which
work in conjunction to produce specific insights and answer the research question.
Such approaches include grounded theory, autoethnography and metasynthesis.

It is important to acknowledge that what has been presented here is only one
way of grouping the studies, and that there are many other ways in which this could
have been done (e.g. in terms of subject matter, epistemological orientation, use of
the self/reflexive involvement of the researcher and many more). Types of research
questionwere chosen as a focus here because the formulation of the research question
is the first step a researcher takes when designing a new study. And as we hope to
inspire researchers to embark upon qualitative research in the field of mental health,
this is where we concentrated our attention. In addition, we recognise that there are
many more research methods that can be used to address the four types of research
question identified in Table 11.1, and that the methods referenced in the table only
constitute a small selection of methods.

Diversity with a Purpose

The type of research question that underpins a study has implications for the epis-
temological orientation of the study, the methodological choices made and the way
in which it is written up. This is why the chapters in this book vary quite signifi-
cantly in the tone, style and manner in which they are presented. Type 2 research
questions, for example, require the researcher to be more obviously present in the
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research and its reporting. As a result, we often see the researcher using the first-
person voice to report phenomenological research. By contrast, research driven by
Type 1 research questions normally use a more traditional third-person perspective
in the write-ups, whilst social constructionist (Type 3) research reporting can incor-
porate the researcher’s own voice in their reflections on how discourse structures
social and psychological life. Studies based on Type 4 research questions necessitate
that the researcher positions him/herself as someone capable of accessing deeper
and perhaps hidden meanings and is, therefore, likely to speak with some degree of
expert authority about the analysed material. Again, there is no law-like relationship
between types of research questions and writing styles, but rather degrees of compat-
ibility and researcher preferences. In the end, every qualitative researcher will need
to decide for themselves what may be the most appropriate and effective way of
reporting their research.

The chapters contained in this bookdemonstrate that qualitative research is charac-
terised by a great diversity of approaches to the generation of knowledge and insight.
As we have seen, important choices need to be made by the researcher, for example
in relation to the formulation of the research question, the choice of methods for data
collection and analysis, and the style in which the study is written up. A further range
of options emerges from the fact that qualitative research is often interdisciplinary
which means that qualitative researchers often have access to theories, perspectives
and methods from more than one discipline. In particular, pluralistic qualitative
research which is designed to look at a phenomenon from different angles tends
to incorporate diverse vantage points and diverse ways of accessing understanding,
and these are often drawn from different disciplines. An excellent example of such
an approach is Jaentti et al.’s research (Chapter 10) in which a multidisciplinary
research group came together to analyse pieces of writing about life in a mental
hospital by patients, relatives, staff and their children. The researchers drew on their
backgrounds in history, art, cultural, visual and literary studies to provide readings of
the written accounts which paid attention to their bodily, spatial and affective aspects.
Willig’s research programme into the experience of living with a cancer diagnosis
(Chapter 5) also demonstrates how multiple methods can be used to illuminate a
phenomenon (in this case, cancer-related distress) from different angles and for
different purposes, ranging from the fine-grained scrutiny of individual experiences
to an examination of the sociocultural context in which those experiences take place.
The field of ‘mental health’ is, of course, itself an interdisciplinary field of study, and
mental health researchers come from diverse disciplines including sociology, history,
psychiatry, nursing, various sub-disciplines of psychology (e.g. clinical psychology,
counselling psychology, health psychology, social psychology) and others. Mental
health research can focus on the experiences of people diagnosed with mental health
issues, on experiences of emotional and/or psychological distress in the general popu-
lation, on the history of mental health services, on representations of mental distress
in literature and the media, on the experiences of mental health professionals and/or
those supporting people who experience mental distress and many more. Mental
health research is an extremely wide-ranging field of study in which a multitude of
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methodological approaches can be used to address a large variety of research ques-
tions. As such, it is difficult to clearly delineate mental health research as a distinct
field of study. This means that alongside the richness and diversity in approaches
taken to study social and psychological processes relevant to mental health, there
is also the challenge of how to stay on top of such a heterogeneous field, and how
to compare and evaluate the disparate body of work that constitutes it. Given that
qualitativemental health research can take somany forms, be driven by very different
types of research questions, and use radically different styles of reporting its find-
ings, the question arises of what binds all this work together. And what makes it
‘qualitative research’ rather than something else such as journalism, philosophy or
creative writing?

What Makes Qualitative Research ‘Research’?

We propose that despite their differences in approach, qualitative researchers in
mental health are engaged in a pursuit of knowledge, which is motivated by the
desire to improve our understanding of social and psychological processes relevant
to mental health. This means that descriptions of and reflections on experiences rele-
vant to mental health can be part of qualitative research but they are not sufficient
in and of themselves to render a piece of writing qualitative mental health research.
Willig (2019) proposed three criteria for decidingwhether a piece ofwork qualifies as
qualitative research: (i) the presence of a specific research question, (ii) contribution
to a body of knowledge and (iii) a clearly identifiedmethod of inquiry.We believe that
the various studies presented in this book do meet these criteria. Ensuring that quali-
tative research is based on clear, coherent and rigorous methodological perspectives
and procedures is especially important at a time when the very notion of qualitative
research is being called into question by the emergence of ‘post-qualitative research’.

Post-qualitative research is based on a critique of conventional qualitative research
and argues that qualitative research ought to abandon its attempt to contribute to the
production of knowledge about the human condition. Post-qualitative research is
more concerned with the potentialities inherent in human and non-human practices
and with what can be produced/created through them rather than with establishing
‘what is’. From a post-qualitative perspective there is no reason why we should priv-
ilege data over other sources of information (such as theory or researcher reflexivity)
as it is argued that the former does not provide us with privileged access to social or
experiential realities as these do not actually exist as meaningful entities in their own
right. Post-qualitative research positions the researcher as someone whose interac-
tions, their ‘intermingling’ or ‘entanglement’ with other people’s words and actions
sparks ‘wonder and creativity’ (Brinkmann, 2017, p. 118) in them which can lead
to the generation of ideas about how things could be or what could be(come). By
contrast, we would argue that although different qualitative research methodologies
produce different kinds of insights, qualitative researchers are still engaged in the
pursuit of knowledge as their overarching objective (see Willig, 2016). All types
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of knowledge generated by qualitative research (even ‘relativist’ knowledge) make
claims about how something happens or what form something takes, be that people’s
thoughts and feelings, their actions and practices, the way they make sense of the
world, the discursive resources they deploy and how they deploy them, and so on.
And these claims are based upon the application of systematic, transparent proce-
dures that are designed to extract meaning from the data which can provide answers
to specific research questions. As we have seen, research questions that inform qual-
itative mental health research vary widely, and they can be concerned with a broad
range of aspects of human experience; however, there is always a specific research
question that identifies a gap in our knowledge which the researcher seeks to answer,
and it is the answer to the research question that makes a contribution to knowledge
(ideally, by telling us something that we did not know before). So, despite their differ-
ences in approach to methodology, all forms of qualitative research seek to ground
their knowledge claims in methodical, systematic and transparent analyses of data
and can, therefore, be described as empirical. This is what differentiates knowledge
claims based on research from insights produced by other means.

Of course, most qualitative researchers accept that there is no unproblematic,
direct access to the phenomena they are interested in (be that people’s thoughts
and feelings, the meanings of their actions, or the processes by which social and
psychological events unfold), and that qualitative data never speaks for itself but
needs to be made sense of. The qualitative scientist is required to interpret (i.e. give
meaning to) the data and this process inevitably means that a transformation of the
data through the researcher necessarily takes place during the process of investiga-
tion (see Willig, 2012, for a discussion of the role of interpretation in qualitative
psychology). Researcher reflexivity is required to ensure that the qualitative investi-
gator keeps an eye on their own contribution to meaning-making during the research
process and takes this into account in any conclusions they may draw from their find-
ings. Qualitative scientists do recognise the complexity of the process of knowledge
generation and they acknowledge the contribution of the investigator’s choices and
preferences to the form that the resultant knowledge will take. However, the purpose
of qualitative research cannot be to simply create and share newmeanings in order to
engage and stimulate readers to think about something in new and different ways. If
qualitative scientists were primarily concerned with inviting their audience to engage
with new ideas and meanings, we would not be justified in describing this activity
as research. If there is no claim as to what these ideas and meanings represent, and
if the sole objective is to evoke a response that widens the audience’s experiential
field/repertoire, then perhaps we have moved from the realm of research into the
realm of the arts.

Trends and Challenges

The richness, range and diversity associatedwith qualitative research inmental health
presents both opportunities and limitations. On the plus side, there are now many
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different data collection and analysis methods to choose from, and innovation partic-
ularly in the use of visual methods (e.g. see Reavey, 2020) continues at pace. This
means that researchers are able to select methods that are best suited to help them
answer their research questions, rather than having to limit the scope and ambition
of their questions due to a limited range of available methods. As a result, qualita-
tive researchers in mental health can ask all manner of research questions including
‘what’ questions (e.g. ‘What is it like to experience cancer-related distress?’; ‘What
do psychiatrists think about schizophrenia?’), ‘how’ questions (e.g. ‘How do patients
make sense of the transition from hospital to the community?’; ‘How do patients
negotiate their ‘at risk’ status?’), and ‘why’ questions (e.g. ‘Why has there been
an increase in psychiatric diagnoses for school children?’; ‘Why is there so much
conflict between staff and the family members of service users?’).

We are still a long way from including service users sufficiently in mental health
research but in this area, too, particularly over the last 10 years or so, progress has
been made. Building on the work of pioneers in this emerging field (e.g. Faulkner
& Layzell, 2000; Rose, Wykes, Leese, Bindman, & Fleischmann, 2003; Faulkner,
2004),Wallcraft, Schrank andAmering’s (2009) ‘Handbook of ServiceUser Involve-
ment in Mental Health’ provided a broad overview of the field, its history, politics,
rationale and practicalities, based on the experiences of researchers in several coun-
tries. Since then an increasing number of papers have been published which examine
the processes and outcomes of such research collaborations, and which identify chal-
lenges and possibilities associated with them (e.g. Callard & Rose, 2010; Happell
et al., 2019; Mugisha et al., 2019; Sangill, Buus, Hybholt, & Lauge Berring, 2019).
There is an emerging consensus indicating that for collaborative research in mental
health to be productive, meaningful and ethical, it needs to develop research prac-
tices which avoid the reproduction of power inequalities and which move beyond a
tokenistic involvement of service users (Sangill et al., 2019). Qualitative research in
mental health in general and the chapters included in this volume in particular share
such a commitment to confront and challenge the inequalities and disempowerment
that is so often both cause and consequence of people’s struggles with their mental
health.

Conclusion and Future Directions

As we write this chapter, we find ourselves in the middle of the initial phase of
humanity’s encounter with a novel coronavirus (COVID-19). The emergence of this
new virus and the seriousness of the disease that it can give rise to constitute a
major challenge to governments, health systems and populations across the world.
It has become apparent very quickly that hardly any aspect of life has remained
unaffected by the presence of the virus and the measures that are required to control
it. Hospitals, care homes, schools, universities, public transport, food distribution,
the travel and leisure industry, in fact, all human enterprises that involve face-to-
face contact between people have had to be re-organised or suspended altogether.
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The emergence of COVID-19 demonstrates very powerfully just how quickly and
how easily our established and familiar ways of doing things can be disrupted by
something unexpected. The challenge of COVID-19 has significant implications for
affected populations’ mental health, and we anticipate that this crisis will generate
a body of work dedicated to exposing, understanding and ameliorating some of its
negative effects on people’s mental state, as has happened in response to similar
threats (e.g. HIV-infection). The numerous ways in which COVID-19 can impact on
people’s mental health demonstrate yet again just how interdisciplinary and wide-
ranging a field mental health research is, and indeed needs to be. The impacts of the
suspension of face-to-face counselling and psychotherapy, of experiences of isolation
due to lockdownmeasures and quarantine, ofmultiple bereavements, of the economic
depression and job losses that will follow in the pandemic’s wake, of the increased
at-risk status of vulnerable sections of the population, of the reduction of physical
contact between people, and of the significant increase in uncertainty about the future
are just some examples of the kinds of topics that mental health researchers will be
focusing on in the coming months and years.2

Such research will help us understand better how people are making sense of the
extraordinary changes that their lives have undergone and how people’s experiences
of themselves in their everyday lives are taking shape in response to these changes.
The great variety, versatility and inventiveness that characterises qualitative mental
health research and which has been demonstrated in this book, will no doubt ensure
that qualitative mental health researchers will make an important contribution to our
developing understanding of the impact of a pandemic and its effects on people’s
mental health and well-being.
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