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PREFACE—THE MENTAL HEALTH PATIENT
AS A PERSON, AN AGENT, AND A PARTNER

This book is a collection of chapters from scientists, clinicians, philoso-
phers, activists, and people with lived experience of mental ill health
who identify key challenges for epistemic justice in the context of
mental healthcare. The authors propose various strategies to better under-
stand, face, and overcome those challenges. The chapters address issues
emerging from mental health crises in the context of serious somatic
illness and chronic disease; examine the problems encountered by people
with heavily stigmatised symptoms, such as voice hearing and delusions;
draw attention to the life-changing impact of mental disorders such as
dementia and depression; discuss problematic diagnostic labels such as
borderline personality disorders; and review the use of digital health tech-
nology. The contributions address practical concerns in healthcare that
span the entire life span, from youth to old age, discussing challenging
contexts, such as palliative care and care in acute wards. Notwithstanding
the variety of themes, there is something that all contributors are equally
committed to do, and that is to encourage us to think carefully and crit-
ically about our mutual relationships in clinical encounters, promoting
a reflection on what it means to be a mental health patient. That is the
purpose of project EPIC (Epistemic Injustice in Healthcare, 2023-2029),
generously funded by a Wellcome Discovery Award and led by Havi Carel
at the University of Bristol. It is thanks to project EPIC that this book
can be made available open access.
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Every time we meet and talk to each other, we exchange information.
In successtul social interactions we have an opportunity to exercise our
agency by pursuing goals which might include acquiring relevant infor-
mation and sharing it with others, making informed decisions, solving
problems, and generally gaining a better understanding of ourselves and
the world around us. We call those goals epistemic, because they have to
do with exchanging and obtaining knowledge.

Epistemic justice is threatened when certain aspects of our identities
(e.g. our age, gender, race, socio-economic status, health, etc.) trigger
negative stereotypes that cause others to dismiss our perspective and
underestimate our capacity to produce and share knowledge. Often the
assumption is that, if we need support with our mental health, the capac-
ities that support our epistemic agency are compromised. In the case of
serious mental illness, the default assumption is that we lack epistemic
agency altogether; in other words, we no longer have the capacity to
produce and share knowledge about ourselves and the world, and thus
we cannot contribute to shared problem-solving and decision-making.
This assumption does not go unchallenged because mental illness and
irrationality have been perceived as intertwined. The idea that, if we are
mentally ill, then we must be irrational, and thus we cannot be good
epistemic agents, is still prevalent in popular culture.

When we take up the role of the patient who accesses services, we are
already in a vulnerable position. We are in need of support and, in most
cases, we need to rely on other people’s technical expertise and clinical
experience in order to find the best way to address the problems that we
face. These problems can often be understood as a threat to our sense of
agency. “Patient” come from pathos, which is translated as “suftering”.
Pathos is about being subject to something (usually bad), undergoing,
or experiencing (pain or death). There is nothing active or agentive in
suffering, it is an experience that happens to us and that, typically, we do
not choose to have. Moreover, it is something that often prevents us from
doing what we want to do. When there is inflammation in our lower back,
we may no longer be able to lift our suitcase or carry our child. When we
have a serious injury or need complex medical tests or treatment, we may
be confined to a hospital room, and the demands of the life we are used
to may have to wait. These experiences result in our feeling like a burden
to others, helpless, dependent, weak.
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But in addition to what ill health does to us, our role as patients may
give rise to further disempowerment. Unless we are also medical practi-
tioners in the relevant area, when we are patients, we are in a subordinate
epistemic position with respect to the healthcare professional in the power
dynamic of the clinical interaction. As patients we need resources; the
healthcare professional is the gateway to such resources. As patients we
typically lack competence required to offer adequate causal explanations
for what is happening to us, and we are not in a position to propose
solutions; the healthcare professional is medically trained and has the clin-
ical experience required to offer those explanations and propose those
solutions.

This book discusses and addresses the further threats to our agency
that we may have to face when we access mental healthcare. Our role
as patients should not rule out the possibility that we play other roles,
as persons with values, needs, and interests that matter; as agents with
a perspective on life that deserves validation, and the capacity to share
knowledge; and as partmers in the projects of identifying problems,
finding solutions, and making decisions about our future health journey.
The knowledge we can share about ourselves, our lives, our health,
and our participation in the problem-solving and decision-making that
happens during the clinical encounter is central to the success of that
encounter.

The medical goal of the clinical encounter, that is, identifying solu-
tions to the patient’s health problems, cannot be achieved satisfactorily
without (1) fostering mutual trust between patient and practitioner; (2)
foregrounding the patient’s needs and interests so that the best course of
action can be taken moving forward; and (3) counteracting the patient’s
sense of disempowerment. These desiderata are especially hard to achieve
in mental healthcare, where the default assumption too often still is that
the need to address our distress as patients trumps our values, needs,
and interests; that our perspectives (experiences, beliefs, emotions) may
be products of our distress; and that we cannot contribute to identi-
fying problems, finding solutions, and making decisions about our future
health journey because our distress compromises our overall rationality,
autonomy, and overall capacity. In this book, contributors highlight how
harmful it is to forget that, even as mental health patients, we remain
persons whose sense of agency may be threatened by illness and distress
but needs to be sustained in clinical encounters to enable us to achieve
better health outcomes.
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As patients, we can also play the role of partners and collaborators
in epistemic enterprises led by healthcare professionals, aimed at under-
standing what might be happening to us and finding the best means of
support. And not only can we play those roles, but our contributions are
important, because we are the experts in how it feels to have the health
problem that we do have, and in how that particular health problem
is affecting our lives. Osteoarthritis has a more devastating effect on a
pianist’s career than a physicist’s, and infertility is a bigger issue for a
person who wants to have their own biological children than for a person
who does not. Health problems need to be understood in the context
of a person’s values, needs, and interests. Enabling patients to become
involved in planning and shared decision-making is not just an opportu-
nity for the healthcare practitioner to treat the patient with respect and
make them feel that their perspective is valued, but it is important for the
success of the clinical interaction, in terms of contributing to the quality of
the therapeutic relationship and increasing the chance that positive health
outcomes can be achieved.

In this volume, contributors are experts occupying multiple roles at
once (mental health patient, practitioner, academic, researcher, lived expe-
rience expert, and activist) and teaming up with other experts from
complementary disciplinary areas and areas of expertise in order to offer
analyses that take into account various dimensions of epistemic justice,
such as being understood, being trusted, having the opportunity to
contribute to positive change, being included in shared decision-making,
finding meaning in life, and living and dying with dignity. The book’s
emphasis is on the importance of healthcare practitioners and patients
working together to identify the harms of epistemic unjust behaviours
and harness existing knowledge and experience to remedy such harms.

The hope is that further research in the areas explored in the book
will lead to concrete changes that benefit patients across the life span by
supporting healthcare professionals in employing effective communica-
tion techniques, welcoming patient advocacy, and gaining expertise and
fluency in methods of coauthorship and coproduction.
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EPISTEMIC JUSTICE IN HEALTHCARE

PATIENTS AS AGENTS, PERSONS, AND COLLABORATORS

AGENTS HAVE A AGENTS HAVE AGENTS ACTTO AGENTS
PERSPECTIVE ON MULTIPLE NEEDS FULFILL THEIR COLLABORATE ON
THE WORLD. AND INTERESTS. GOALS. SHARED PROJECTS.

Healthcare Healthcare Healthcare Healthcare
professionals engage professionals treat professionals professionals involve
with patients’ patients as persons, acknowledge that patients in shared
perspectives and not just as an object patients can problem solving and
legitimise their to label or a problem contribute to positive decision making.
concerns. to solve. change.

Fig. 1 Epistemic Justice in Healthcare

Birmingham, UK Lisa Bortolotti
Matthew Broome
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CHAPTER 1

Being Understood: Epistemic Injustice
Towards Young People Seeking Support
for Their Mental Health
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wn Practice team

Abstract Across many domains, it is important for us to feel that we are
understood by others. This is crucial when we are disclosing a vulner-
ability or seeking help for a problem. When these disclosures or help-
seeking requests relate to mental health difficulties, our interactions with
others can carry many threats, including stigmatisation; inappropriate
moral or character judgements; overly stringent threshold evaluations; and
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assumptions about our personal circumstances and social resources. In
this chapter, we summarise some of the core findings from empirical and
qualitative studies which examine what happens when young people meet
with health professionals to disclose or to seek help for their experiences
with poor mental health. We then draw out some key implications for
improving relational and communicative practices amongst mental health
professionals. We focus on those implications which are highlighted by
those members of our team who are young adults with experiences of
accessing mental health services and reflect on these implications in the
light of insights from the literature on epistemic injustice.

Keywords Youth - Mental health - Felt understanding - Agency -
Clinical encounters
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1 BEING UNDERSTOOD 3

1.1 WuAT Is KNowN ABoUuT YOUNG PEOPLE’S
EXPERIENCES OF DISCLOSURE AND HELP-SEEKING:

Social relations are at risk when communicative systems break down, and
mutual understanding is lost. In the context of mental healthcare, the
success of interventions and services relies upon co-operative relation-
ships. To benefit from such support structures, the users of services must
feel that they can trust the intentions and actions of the staff who provide
them with care. In turn, staff need to gather clinically relevant informa-
tion from patients, so that they can understand the problem, predict what
might happen, and plan interventions accordingly.

For many young people, the sense of being understood is a precursor
to being able to develop the trust that is, in turn, necessary for any
sort of engagement with assessment and intervention. When people feel
that their needs and feelings have not been properly understood by
professionals, those professionals’ attempts to build trust and provide
meaningful support are likely to fail. A person’s (or family’s) capacity for
withstanding crises is thus linked to social processes of understanding,
and specifically, the feeling of being understood. This teeling is consistently
associated with feelings of social connectedness and wellbeing; conversely,
the feeling of not being understood is a corollary of negative emotions
and poorer life satisfaction (Oishi et al., 2008, 2010).

Experimental studies have emphasised that ‘felt understanding’ is a
social phenomenon, with both cognitive and emotional components
(Morelli et al.,, 2014), and that many environmental factors (above
and beyond whether we have actually feen ‘understood’) contribute to
whether we are likely to experience a sense of ‘felt understanding’ (Reis
et al., 2017). Situational obstructions to ‘felt understanding’ are partic-
ularly important in those mental health interactions when we meet with
professionals to disclose difficulties and seek help. Such obstructions are
features of the context and relationship which impede mutual under-
standing. For example, in these situations, there is a lot at stake, there are
vulnerabilities to be exposed, and the two parties may each have different
priorities and access to different kinds of knowledge about the problem.

The sense that we are being understood is thus especially crucial when
we are disclosing that we are struggling with something, because people
who understand us may be more likely to respond sympathetically. Simi-
larly, when we are seeking help for a problem, we want to speak to people
who understand us because they may be more likely to offer meaningful



4 M. LARKIN ET AL.

help. When these disclosures or help-seeking requests relate to mental
health difficulties, our interactions with others can come with risks. These
risks include stigmatisation; inappropriate moral or character judgements;
overly stringent threshold evaluations (‘you’re not really ill’); and assump-
tions about our personal circumstances and social resources (‘ask someone
at home to help you’). These ultimately may lead to worse mental health
outcomes for the individual seeking help.

Lack of trust and the feeling of not being understood are both likely
to lead to disengagement from services or delays in help-seeking. The
former are likely to be associated with worse experiences of services, and
the latter with worse outcomes.

1.2 WHAT ARE THE KEY IMPLICATIONS FOR IMPROVING
RELATIONAL AND COMMUNICATIVE PRACTICES
AMONGST MENTAL HEALTH PROFESSIONALS?

In our research, we have been working together as an interdisci-
plinary team of young people with lived experience and academic
researchers from psychology, philosophy, linguistics, clinical communica-
tion, and psychiatry. We have found two concepts—epistemic injustice
and agency—to be particularly helpful in thinking about what can go well,
and what can go wrong, during encounters between clinicians and young
people seeking help for their mental health (Bergen et al., 2022, 2023).
As an orienting concept, epistemic injustice has resonated strongly with
the young people in our team, allowing us to identify many aspects of
what can go wrong during real-world help-seeking encounters.

In our meetings together, we have observed and discussed audio and
video recordings of situations in which young people sought help from
professionals. We saw that often they were not listened to, were not asked
the right questions, were assumed to be capable (or incapable) of various
kinds of coping without the professionals establishing whether this was
the case, and were assumed to have (or not have) various kinds of knowl-
edge which was not properly discussed. These present major barriers
to ‘being understood’, the development of trust, and the subsequent
delivery of care in any healthcare setting. In mental healthcare, where the
relationship with the healthcare professional is & part of the therapeutic
care provided, the barrier is especially problematic.
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As a means of addressing these problems, and beginning to think about
our aspirations for what could go well (or sometimes, 474 go well), agency
has been a useful corollary to epistemic injustice: young people in our
team have been keen to think about ‘best practice’ in terms of how profes-
sionals might support young people to have access to more information
and knowledge, to have more choice (and the opportunity to act upon
it), and to be more involved in their care and treatment-planning.

To support this, it is possible to make practical recommendations from
existing evidence about what clinicians can do in their communication
with young people, to ensure that these encounters are more likely to
go well. These observations and recommendations are based on analysing
audio and video recordings of mental health encounters between young
people and mental health professionals. The interactions took place in
hospital Accident and Emergency departments and were conducted by
mental health liaison teams. To understand the interactions, we drew
on an analytic method called conversation analysis. Conversation analysis
involves micro-analysing verbal and non-verbal communication, focusing
on what people say and how they say it. Some recommendations are also
based on interviews with people and professionals about what went well
and what did not go so well in these encounters.

Many (if not all) mental health encounters involve delicate and
emotional conversations. People receiving mental healthcare report that
the therapeutic relationship and trust are central to these conversations as
they often feel shame and stigma (Radez et al., 2021). A good therapeutic
relationship is characterised by feeling that the professional understands
the meaning of your experiences, cares about you and is not just ‘doing
their job’. While many of the critical elements that underpin a good ther-
apeutic relationship—such as curiosity, listening, and validation of the
person’s experiences—sound straightforward, achieving them in practice
is not (Bortolotti & Murphy-Hollies, 2023).

Questions are fundamental to understanding the quality of mental
health encounters. Mental health professionals ask a lot of questions.
In any interaction, the person who asks the questions sets the agenda
for the interaction (e.g. professional-patient, teacher-student, manager-
employee). Initially, asking questions sounds like it is consistent with
being curious. However, being curious involves an open stance that is
reflected in the kinds of questions asked and how they are asked. Conver-
sation analysis of actual recordings shows how the design of questions
impacts the ways in which young people can respond (e.g. McCabe et al.,
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2023): questions can be demonstrably open, or they can have constraints
built into them. For example, consider these two opening questions to
a psychosocial assessment after a mental health crisis presentation to the
Emergency Department (ED):

e “So what- obviously I’ve seen in the notes- We’ve seen a bit in- in
the medical notes about what’s happened. Got a bit of a background.
But it’s really important for us to hear in your words....[open arm
gesture |”

versus

e “I’ve had a look at the hospital notes here today em.... So what I’ll
do is I’ll talk to you about why you’re here today. So I understand
that you’ve taken quite a large overdose? Of ibuprofen? Can you tell
me a little bit about what led up to that?”

These two questions have very different impacts on what the person
discloses in each case. In the first case, the person went on to provide an
extensive narrative about the events leading up to their ED attendance. In
the second case, the person responded with much less information about
what led up to the overdose.

The kinds of questions that professionals ask indicate how open the
agenda will be. In the first example above, the agenda is open, and the
professional is inviting the person to tell their story (“Got a bit of a back-
ground. But it’s really important for us to hear in your words”) whereas
in the second example, the person is invited to tell a more limited version
of their story (“Can you tell me a little bit about what led up to that
[the overdose]?”). There is a tension here between giving people the
opportunity to tell their story and protecting them from the frustration
of having to re-tell it on multiple occasions. There might be some situ-
ations in which some of the young person’s story is already known to
the professional, and then of course, it would be appropriate to pitch the
question accordingly. The key point is that questions set the agenda in
very specific ways: each question makes a certain type of response (and
not others) relevant. Questions that encourage the person to talk about
what is important to them include:
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Can you tell me more about that?

When did all this start for you?

What else has been happening in your life?

Reflecting back what the person has said ‘So you’re feeling worried
about that?’ to encourage expansion, and/or check that one has
understood.

When asked in a sensitive and open manner, these questions can provide
an opportunity for a young person to describe and expand upon their
experience. Questioning is part of listening because it constrains (or not)
what can be said and hence what can be heard. More open questions
display curiosity and tend to occur with more active listening. In routine
mental healthcare, listening can be difficult as the focus is typically on
‘assessing” a person’s mental state. In an assessment interview structure,
the format tends to be question—answer, with no conversational slots
for listener feedback. For this reason, the structure involves the clinician
continuing to ask questions rather than actively listening to what people
are saying. Active listening includes:

Open posture and leaning forward (rather than leaning back, e.g. with
arms folded)

e Eye contact

e Allowing time for people to respond and possibly expand on their
responses

e Not interrupting

e Giving non-verbal feedback such as nodding while the person is
speaking, or having an engaged tone of voice that is congruent with
the subject matter (i.e. sounding empathetic when a young person
is discussing a particularly vulnerable topic)

1.3  WHAT Is MoST IMPORTANT
TO YOUNG ADULTS WITH EXPERIENCES
OF ACCESSING MENTAL HEALTH SERVICES:
As will be evident, the gap between ‘what goes well” and ‘what goes

wrong’ cannot be entirely bridged by improvements in communication
skills. Our concerns about addressing epistemic injustice and improving
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young people’s agency during help-seeking also require us to think about
issues related to trust, power, fairness, control, and choice, for example.
Having outlined what is known about the problem above, we asked the
young people in our team to identify their key questions for clinical and
conceptual development in this area. In the remaining two sections of the
chapter, we discuss these priority concerns.

1.3.1  What Ave the Things That You Can Do to Ensure a Young
Person Feels Understood?

As we have seen in the previous section, taking care to ask the right ques-
tions, and making sure that these questions are asked in the right way,
is crucial. For young people to feel understood, they need first to be
provided with an opportunity to tell their story, and to do so in a way
which feels safe, which can contain and tolerate their distress, and which
is open to the complexity of the situation as they see it. This obviously
extends beyond what the professional asks and reaches further, to cover
the way that they react to the young person’s account.

Validating peoples’ experiences when they are feeling very vulnerable is
important, because they may feel very unsure and uncertain about what is
happening to them. When we watched video recordings of mental health
encounters, the young people in our team found it striking how little
validation there was for people’s distress. Validation of difficult experi-
ences and distress can be achieved without extending the length of the
encounter (Bergen et al., 2022). Examples of validation are:

e ‘It sounds like you’ve been going through a really challenging time’.
e ‘That’s a really difficult place to be in’.
e ‘That’s a [e.g. scary/sad /difficult/overwhelming] thought’.

Young people can worry about being perceived as ‘time-wasters’, so vali-
dating their help-seeking can be reassuring—e.g. “Thank you for sharing
all of this with me. You did the right thing by coming here today. We
are here to support you through this’. Likewise, this can create a sense
of safety through being acknowledged, that allows the young person to
further open up about their experiences—facilitating further sharing of
information between them and the healthcare professional.
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What was often the case when the team reviewed the clinical encounter
was that we observed a dialogue that appeared more quasi-legal than ther-
apeutic, with clinicians citing evidence which undercut or discounted the
testimony of the young people. For example, a young person seeking help
with feelings of suicidality was told that they could not in fact be feeling
suicidal, because they had revealed that they had plans to attend a social
event.

Two reflections we made as a team included that, first, mental health
nurses often may see multiple young people, in acute distress, back-
to-back and without a break or opportunity for supervisory support.
This could lead to feelings of emotional disconnectedness and compas-
sion fatigue. Second, the practitioners were working in a system where
there was a marked constraint in the services and resources that could
be offered. We wondered if this tended to distort the assessments them-
selves (it is uncomfortable to be in a situation where help is needed and
cannot be provided—e.g. see Williamson et al., 2021 on moral injury) by
setting a starting assumption that enhanced support would generally not
be required (e.g. see Strech et al., 2008 on the phenomena of ‘bedside
rationing’).

1.3.2  Who Should Be Involved in Deciding on Diagnosis and How
Should the Process Be Carvied Out?

A direct response to this question is simply to say: the patient and the
professional. Shared decision-making has been an established principle of
healthcare for some time, but its journey from principle to practice has not
been seamless. The idea is simply that patients have a right to be involved
in decisions about their care, and that patients and professionals should
work together to decide on the right treatment. Most people reading this
will probably be able to think of at least one time when they felt that this
is what happened, and at least one time when it definitely did not!

One of the reasons that is sometimes given for the slow progress
in making shared decision-making a part of routine practice is that
the evidence is unclear about whether it makes a difference to treat-
ment outcomes. This is because there is insufficient high-quality research
evidence to allow us to draw firm conclusions about that aspect (see Aoki
et al., 2022). However, as Slade (2017) and others have pointed out, one
of the most important reasons for taking this approach is an ethical one
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(i.e. it is the right and just thing to do, as we discuss below). Interest-
ingly, the evidence does suggest that clinical work based around shared
decision-making approaches does not take significantly longer (Cruz &
Pincus, 2002; Légaré et al., 2010, 2012). This certainly resonates with
our observations that relatively simple changes to professionals’ ques-
tioning style can have a big impact on whether a person feels understood
(e.g. see Shay & Lafata, 2015) and is then able to actively engage in
a discussion and decision about their care. There is emerging evidence
from adolescents and families that shared decision-making can help with
finding treatments that are acceptable (e.g. see Bjonness et al., 2020), and
which young people are therefore more likely to engage with.

This does highlight an additional issue. For many young people, there
are other people (parents, carers) who may feel they should have a say in
the decision-making process. Sometimes this can be helpful and may be
experienced as such by the young person. Sometimes it may be unhelpful
or experienced as intrusive. While there are some age-related legal limi-
tations around this, professionals often have to make a clinical decision
with the young person about when and how to involve family members.
For clinicians, they can maintain confidentiality to a young person, but
still allow a parent or carer to offer their views, if the young person is
willing. A helpful strategy can be to see the young person alone, then
with the family member, and to clarify with young person what informa-
tion they are happy to have shared with the parent/carer. Parents can also
be nervous when their child is seen by mental health professional—they
may be concerned about being blamed for the young person’s distress
and can be anxious about social services and children being taken into
care. These anxieties can limit the open-ness of discussion.

1.3.3  What Do Younyg People Need to Know About the Treatment
That Is on Offer?

This interesting question leads us in a couple of different directions.
On the one hand, there is an extensive research literature on ‘mental
health literacy’. This literature focuses on developing measures of people’s
knowledge and understanding of mental health issues, and on developing
and delivering interventions to improve their knowledge and under-
standing (e.g. see Nobre et al., 2021; Patafio et al., 2021; Seedaket et al.,
2020). Often the focus is on knowing enough about the kinds of prob-
lems which mental health professionals can help with, in order to seek
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help in a timely and appropriate fashion. To some extent this is a devel-
opmental question, because we might expect an 18-year-old to need to
know more than an 8-year-old (e.g. see Kigstrom et al., 2023), but it
is also a contextual matter, because different populations have access to
different care (McGorry et al., 2022).

Knowing that it is possible or wise to seek help from mental health
professionals is generally contrasted with knowledge that might lead
young people to seek help elsewhere, such as from spiritual leaders or
traditional healers (e.g. see Renwick et al., 2022), so the concept of
literacy here includes a judgement about which kinds of knowledge are
‘best’. In this respect, the analogy with ‘literacy’ is a little misleading;:
this field of research is concerned with differentiating between the ‘right’
and ‘wrong’ ways of understanding mental health, as seen through the
lens of an evidence-based medicine approach. In mental health, there
will be differences of opinion even within and between different forms of
evidence-based practice. This can be difficult to get to grips with, espe-
cially if one is not feeling well, and /or not familiar with the key concepts
and terms. Providing information and understanding of the issues which
might usefully guide one’s help-seeking choices (e.g. through psychoed-
ucation materials) can be a helpful way to support young people as they
navigate their way through this.

When we examine clinical encounters, we notice that a conventional
focus on hbelp-secking means that the literature is pointing towards some-
thing which has already happened. It is generally unclear on what a ‘good
enough’ standard of mental health literacy might be, in order for someone
to actively engage in negotiating what their own care and treatment
should look like. For those kinds of insights, we need to turn to the
literature from survivors and experts-by-experience, who have produced
materials to help others to know what to ask about, what to ask for (e.g.
see Faulkner, 2020), what to share, and even what to pack in one’s bag
(e.g. see Anderson, 2022). There are also ‘how to’ guides produced by
therapists and professionals, who have written about the different kinds of
therapy which are available. There are far fewer of these kinds of resources
for young people than there are for adults (but see Selby, 2019, for a
notable exception). In our project, some of our young colleagues have
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been making videos to help share information about what to expect and
what to ask.!

The second interesting angle relates to what a young person might
actually need to understand, in order to engage effectively in the kinds of
shared decision-making described in the previous sub-section. In clinical
interactions, we might generally think of these needs less in terms of a
level of ‘literacy’ in mental-health-as-topic, and more in terms of a degree
of ‘capacity’ to understand what is at stake. Traditionally—and legally—
professionals have focused primarily on the capacity of the person to
understand what is being discussed and to express choices and make deci-
sions. But as we have seen above, there is also the matter of the capacity
of the professional to: (a) facilitate the young person’s involvement in the
discussion and (b) make themselves understood.

This is important because the burden of ‘knowing enough’ ought not
to fall upon the young person, before they are able to engage in thinking
with clinicians about their treatment and support. The clinician’s role
involves taking care to establish what the young person already knows
and understands, and then ensuring that they explain anything else that
is relevant in accessible and appropriate terms. This should always be a
part of the conversation about the problem, and about the next steps in
responding to that problem. This is a less straightforward issue than it
may first appear, because of the effects of power imbalances, and because
agency is a dynamic and complex phenomenon, as we explore further in
the following sections.

Finally, it is important to be realistic and accurate in the information
which we share. Young people will—quite rightly—withdraw their trust
if they are promised help which they cannot access, which does not meet
their needs, or which is not available.

1.4 REFLECTIONS IN THE LIGHT OF INSIGHTS
FROM THE LITERATURE ON EPISTEMIC INJUSTICE
In our work, the notion of epistemic injustice is mostly explored in the

context of clinical encounters, where it is entwined with a range of other
aspects of inequality and power. In all interactions where one party has

LTo watch the videos, follow this link: https://collaborativeresearch.co.uk /agency-in-
practice.
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more authority and power than the other party, there is a risk that the
contribution of the party considered less authoritative and powerful is
not sought at all or is undervalued and dismissed. Examples include
the relationships between parent and child, and teacher and student.
Sources of perceived authority can vary: in the teacher/student relation-
ship, teachers are the most authoritative party in virtue of their training,
role, and expertise. In the parent/child relationship, parents are typically
the most authoritative party in virtue of their age, role, and responsi-
bility—although roles can be reversed in situations where decisions that
impact on the parents’ lives are made by their adult children when the
parents are incapacitated.

Power in part reflects that fact that one party is the gateway to the
other party’s access to desirable goods and resources. Teachers can write
reports and references that may contribute to determine the students’
further academic trajectory. Parents can facilitate or obstruct their chil-
dren’s pursuit of certain goals in personal relationships, career, and other
interests. In the case of interactions between young people who experi-
ence poor mental health and mental healthcare professionals, the source
of the authority is the professionals’ expertise and special role in providing
a diagnosis, recommending a treatment, and offering access to further
sources of support. Other factors can come into play, as with all other
asymmetrical relationships, and two of them seem to be extremely relevant
in this context: age and perceived agency.

Amongst the young people in our team there is curiosity about what
can be done to avoid epistemic injustice more broadly, especially as the
issues that might affect a young person’s sense of agency are not confined
to their struggle with mental health and their exchanges with healthcare
professionals.

Any figures of authority and potential sources of support in a young
person’s life, such as parents, guardians, family members, teachers,
employers, may be called upon to safeguard the young person’s sense
of agency. They can do this by validating their experiences, recognising
their concerns, avoiding blame, and involving them in decision-making.

Often, this may require finding a common ground between the young
person’s understanding of their own experience and a third-party perspec-
tive that might be significantly different. Although the lens through which
we look at the young person’s problem may be instrumental to the choice
of strategy we adopt to offer support or attempt to resolve the crisis, all
strategies can include a consideration of how the young person can be
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empowered in their personal journey and build a narrative that is mean-
ingful to them and helps them make sense of their experiences. This
kind of empowered agency, or ‘critical consciousness’, is associated with
improved wellbeing (Maker Castro et al., 2022).

1.4.1  How Can We Make Sure That Encounters Between Younyg
People and Professionals Ave Fair?

When a young person accesses services for their mental health, they are
often experiencing a crisis. Why is this relevant? They already are in a
subordinate position due to their young age, which is usually associ-
ated with negative stereotypes such as being inexperienced and unreliable,
seeking attention, and lacking stability (Houlders et al., 2021). But they
are also seen as potentially lacking agency. Common assumptions are that
people who experience poor mental health (1) have a perspective on the
world that may be distorted; (2) have concerns that may not be justified;
(3) are first and foremost a problem to be fixed; (4) cannot contribute to
positive change in their lives; (5) are unable to fully participate in decision-
making processes (Bergen et al., 2022). This is due to a pre-theoretical
tendency to identify mental health with rationality and autonomy, and
mental ill health with irrationality and lack of capacity (Bortolotti, 2013).
This tendency is misleading. When we experience poor mental health,
we may see reality differently from other people, we experience distress
and difficulties in communicating and functioning, and we may need
more support to pursue our goals. This does not mean, by default, that
our perspectives lack value (or cannot offer important insights), that our
reports are unreliable, or that we cannot pursue our goals effectively with
support.

So, a first step to promote fairer and more productive exchanges in the
clinical encounter is to pre-empt the risks of the application of negative
stereotypes, which can bring what we may call epistemic injustice (Kidd
et al., 2022). The sort of epistemic injustice we are thinking about in this
context occurs when the testimony of a person in an exchange is dismissed
due to a negative stereotype associated with the person’s identity (such
as being a young person struggling with their mood). Epistemic injus-
tice is at play when the most authoritative and powerful party (the mental
healthcare professional) sees the other party (a young person experiencing
a mental health crisis) as lacking agency. The problem is that the practi-
tioner may see the young person as a cluster of symptoms in search for a
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diagnostic label, dismissing their potential contributions to the exchange
(Bergen et al., 2023).

The tendency to perceive someone as lacking agency is a more
common sort of behaviour than we might think, and if mental health-
care professionals sometimes have this tendency, they are definitely not
alone. We are all tempted to believe that someone who endorses views
that are significantly different from ours is ‘out of their mind” or ‘makes
no sense’. These common expressions suggest that we are not seeing the
other person as merely being ‘mistaken about something’, but as being an
unworthy companion in our pursuit of the truth. We stop trusting them
and suspend or question our assumption that they can exercise agency. A
similar dynamic can emerge between young people and healthcare profes-
sionals in instances where a young person’s experience of a mental health
difficulty may diverge from a practitioner’s own expectations or notions.

It might be beneficial in these contexts to remind both parties in an
asymmetrical exchange that the best policy is always the adoption of the
agential stance. The agential stance is a set of assumptions. When we
commit to it, we commit to seeing the other person as (1) having a
valuable perspective on the world (even if we end up not sharing that
perspective); (2) having legitimate concerns that we should address (even
if it is initially difficult for us to understand those concerns); (3) being
a person with a complex set of interests and needs, and not merely a
problem to be fixed; (4) having the capacity to contribute to positive
change, with adequate support; and (5) being able to participate in a
process of decision-making about their future, with adequate support
(Bergen et al., 2022). We think that this is a good formulation because
it can be helpful even when the person’s view of their own agency is
troubled and dynamic (e.g. see Stone et al., 2020).

In practice, what does the adoption of the agential stance imply? It is
an invitation for practitioners to listen attentively and with empathy to
what young people have to say, without assuming that what is being said
is necessarily a product of illness, and to ask probing questions to better
appreciate where the young people’s perspective comes from. Reminding
people of the importance of adopting the agential stance should also be
seen as a warning: if the young person does not have the opportunity to
express their views and voice their concerns, they cannot share knowledge
that may be instrumental to understanding their situation better and to
offering them the best available advice and treatment.
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142  How Can We Make Sure That Younyg People Retain Control
over Their Lives in Theiv Relationship with Mental Health
Services?

Most of the literature on the relationship between patients and practi-
tioners focuses on what practitioners should do to make sure that patients
are heard (see e.g. Crichton et al., 2017), and in our answer to the
previous question we were guilty of focusing on that too. We suggested
that mental healthcare professionals should adopt the agential stance in
interactions with young people struggling with their mental health.

But what can young people do to support their own sense of agency
and thereby also feel that they retain some control over their lives even
at critical times? Can they protect their sense of agency while they are
struggling with their mental health? First, it is helpful to change our
general attitude towards agency. We tend to assume that agency is a gift
we may have or lose, something that can be ON and give us control
or can be OFF and leave us helpless. The notion of agency has been
idealised in misleading ways, resulting in the feeling that being an agent
is like being a lone ranger or a superhero, loaded with awesome powers
but overburdened with responsibilities.

Especially in the context of discussion about responsibility, philoso-
phers have often depicted as an individual’s affirmation of mastery over
the world and of independence with respect to other agents’” wills. Either
I really wanted to buy that voasted chicken or I was brainwashed to do it.
But real-life agents are neither superheroes nor puppets. They are some-
thing in-between. Maybe I craved some meat for dinner tonight and it
was passing in front of a fried chicken shop on the way home that made
me think of chicken instead of beef? Our behaviour can be driven by our
goals but is also shaped by a number of other factors, sometimes known
to us and at other times quite hard to detect. There are some powers
involved of course, such as the capacity to contribute to change and to
participate in decision-making, that we can exercise in favourable circum-
stances, but even these modest powers are clearly constrained by what
opportunities are afforded to us by the surrounding physical and social
environment.

Challenges to individualistic and idealised agency come from various
sources. According to feminist critiques of traditional accounts of agency,
interpersonal relationships are often neglected in how agents are tradi-
tionally characterised. For Westlund (2009) we cannot have autonomous
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agency unless we are open to the reflection that comes from dialogue
with others. Another threat to agency comes from the empirical studies
on what predicts people’s behaviour (Doris, 2002), suggesting that our
professed intentions and character traits do not determine how we act
and what we decide. The claim is that contextual features of the situation
in which we find ourselves have a great influence on our behaviour. This
aligns with concepts mapped out in the literature on relational agency
(Burkitt, 2018). Burkitt’s view is that the capacity for action is a product
of one’s relationship to others (as enabled and/or constrained by power
differentials). He specifically emphasises the importance of whether we
are able to work with others to refashion our ‘habitual actions’ to meet
the challenge of a given situation, as a way of understanding whether an
encounter supports our agency.

1.5 TaEeE FRAGILITY OF AGENCY

Agency is relational, constrained, situated, and fragile. We may feel we
are powerful agents when we have just achieved one of our goals after
overcoming significant obstacles. But then our sense of agency is often
compromised whenever things happen to us that we did not expect or
want, as when we are victims of abuse or violence, cannot prevent the
death of a loved one, or are powerless to avoid the end of a cherished
relationship.

Poor mental health often undermines the feeling of agency. We may
feel things that we do not understand and behave in ways that we do
not recognise, when we have intense emotions or unusual experiences.
Absence of empathy in the behaviour of others can ‘confirm’ this sense
of alienation and passivity by disempowering us further (see e.g. Jackson,
2017). But others can also support us by showing us that there are steps
that we can take and projects we can contribute to, even in a crisis.
Those steps and those projects can be a starting point that will at some
point enable us to resume a sense of worth, ownership, and (partial and
temporary) control (see Pickard, 2011).

The moment when we realise that our agency is constrained and yet
still valuable and needs to be cultivated and nourished like a bud in frosty
weather, we can also take a kinder, more compassionate attitude to our
own local failures to exercise our agency. The realisation that the people
around us, and the situations we find ourselves in, shape the way we react
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and can support or undermine us also prompts us to work on our envi-
ronment to ensure that we can identify sources of support when we need
it.

We have seen in the discussion of clinical encounters, above, that we
cannot always engineer the surrounding physical or social environment
to our preferred specifications. It is therefore particularly important that
professionals and services designed for people experiencing mental health
problems take steps to meet us halfway. To do this, they need to provide
the kinds of social relations which can support our agency and coping
(through making efforts to allow us to be understood). This is especially
critical when we are actively seeking help.
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Abstract Recent work on clinical communication has highlighted the
possibility that vulnerable young people may experience epistemic injus-
tice and have their sense of agency undermined in encounters with
mental healthcare providers. In particular, five dimensions of agency have
been studied: validation of the person’s perspective; legitimisation of the
person’s concerns; acknowledgement that the person may have complex
interests and needs; affirmation of the person’s capacity to contribute to
change; and inclusion of the person in shared decision-making processes.
Building on previous work in this area, and utilising the illustrative power
of Aesop-style fables, we identify three potential areas where empir-
ical investigation could help advance the study of epistemic injustice in
interactions involving young people who hear voices.
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2.1 STEREOTYPES

There are some common stereotypes associated with young people in our
society. Young people are often thought to be lazy and immature, to lack
resilience, and to be attention-seeking. For instance, they may be called
“snowflakes” and “drama queens” in the press (Houlders et al., 2021).
These are not just harmless stereotypes as they negatively affect the likeli-
hood that young people are listened to with curiosity and empathy when
they have something to say (Bortolotti & Murphy-Hollies, 2023).

It is not surprising then that young people’s testimony about their
own experiences might not be taken seriously. Their capacity to acquire
and share knowledge is even more severely challenged when the mental
health problems they face are particularly severe (Bergen et al., 2022), as
their reports may be taken to be a product of their illness as opposed to
a faithful characterisation of their experiences.

To explore these issues in the context of voice hearing, our team
met to discuss the experience of young people who hear voices. Our
team is composed of two academics working on agency in youth mental
health, the Hearing Voices project manager, and the young people who
are members of the Voice Collective. The Voice Collective is a UK-wide
project that supports young people who hear voices, see visions, or have
other sensory experiences or beliefs. It provides peer-support groups for
anyone aged from 16 to 25.

The purpose of the team’s seven meetings was to reflect on the impact
of the negative stereotypes associated with young people who hear voices.
As a result of the discussion during the workshop series, the team (here-
after, “we”) identified a number of stercotypes that can be subsumed
under the three categories of incompetence, dangerousness, and difference
leading to exclusion. These affect the young people’s interactions with the
adults and peers in their lives and have the potential to cause significant
harm.

In this paper, our purpose is to raise awareness of these stereotypes in
the hope that we can inspire empirical work that will contribute to identify
their potentially harmful consequences and propose solutions.
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2.2  WHEN DISMISSING SOMEONE’S
REPORT Is AN ACT OF INJUSTICE

Since ancient Greece, fables have been the means by which authors share
observations and critiques of human interactions and provide recom-
mendations about how people should behave. Typically, they are short
stories with talking animals as characters and a explicit morale in the end.
Consider a fable featuring a family of deer and a mountain lion, loosely
inspired by the Aesop’s fable entitled The Stag and the Fawn.

The Fawn and the Mountain Lion

In the valley, a family of deer is going to the lake to get some water
before it gets dark. On the way, Fawn sees a yummy acorn stuck in the
bushes and stays behind to gobble it up. Before he can eat it, though,
Fawn sees Mountain Lion hiding behind a bush.

Fawn forgets all about the acorn and runs to Stag and Doe. “Mum,
Dad,” Fawn says, “I just saw Mountain Lion hiding behind the bushes.
We have to leave, it is not safe here!”

But Stag does not appear to be worried and dismisses Fawn’s warning;:
“Are you sure that you saw Mountain Lion? I am confident that, if
Mountain Lion was nearby, I would have heard his steps. You must have
imagined it.”

Doe, however, looks genuinely concerned. “I think we should go back
to the herd, just to be safe,” she says to Stag, “Fawn has never lied to us
before”.

Stag is unmoved. Smiling, he asks Doe to calm down: “Don’t you
know that young ones can’t distinguish reality from imagination? Haven’t
you noticed how they always try to draw attention to themselves? There is
nothing to worry about here.”

Then Stag invites Fawn and Doe to drink some water from the lake:
“The water is fresh and delicious! Have something to drink before it gets
dark. Or you will be thirsty later.”

While Stag bends down to drink from the lake, Mountain Lion, who
was hiding behind the bushes, leaps out and attacks him. Mountain Lion
bites Stag in the leg. Luckily, before Mountain Lion can cause more
damage, Owl sees what is happening from the top of a tree, and surprises
Mountain Lion with loud screeches. Taken aback by the sudden noise,
Mountain Lion runs away.

Owl reprimands Stag: “We sometimes dismiss a report when we don’t
trust the speaker due to some negative stereotype, such as the idea
that young people always want to draw attention to themselves. But, in
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dismissing what the speaker has to say due to the stereotype, we pay a
high price. We reject information that can be valuable to us.”

With a sad expression, Doe adds: “You are right, wise Owl. In our herd,
does and fawns are never listened to. But Fawn knows what Mountain Lion
looks like! To dismiss his warning was not just risky, it was an injustice!
Fawn should be taken seriously when he has something important to say.1

In this fable, Fawn sees Mountain Lion and warns Stag and Doe that
there is danger but is not believed by his father. The reason why Fawn is
not believed is important. Fawn is not known for lying, being unreliable,
or seeking attention, as his mother points out. However, Stag assumes
that Fawn’s report is not something he should be concerned about or
something that he should act upon, based on the assumption that fawns
(in general) are likely to confuse reality with imagination and are attention
seeking.

As the dismissal of Fawn’s warning is motivated by negative stereotypes
associated with the young in general, and not by a previous experience
suggesting Fawn’s lack of credibility, it can be construed as a case of epis-
temic injustice. Epistemic injustice occurs when an agent’s perspective or
report is assigned low credibility or dismissed due to a negative stereo-
type associated with the agent’s identity (Fricker, 2007). A consequence
of dismissing the agent’s perspective or report may be that the agent lacks
the opportunity to produce and share knowledge.

Fawn’s report (“There is a mountain lion hiding in the bushes!”) is
dismissed due to a negative stereotype associated with aspects of Fawn’s
identity (in this case, being young). In the story, it is made clear that
Stag’s attitude is not an isolated case: Fawn’s mother reflects bitterly on
the fact that in a very hierarchical society like theirs, the views of fawns
and does are often openly disregarded, whereas stags are taken seriously
by default. What are the consequences of this?

In the fable, we see two types of effects. First, Fawn and Doe are
saddened and disappointed by the fact that Stag does not take them seri-
ously. We can imagine Fawn deciding not to warn his herd in the future
for fear of being ignored and ridiculed. Second, after ignoring Fawn’s

L The Fawn and the Mountain Lion is also a short animated video that can be
found here: https://youtu.be/WrD-4UkPijo?si=pmvYzwjGZq3kVbE6. It was produced
by Squideo on the basis of a script written by Lisa Bortolotti to illustrate the notion of
epistemic injustice.
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warning, Stag is attacked and wounded by Mountain Lion, who runs
away only when Owl screeches loudly, causing a commotion. The fact
that Stag ignores Fawn’s warning causes harm to Fawn who does not
get the opportunity to share knowledge and contribute to collective deci-
sion making. But it also causes harm to Stag himself who cannot rely on
important information that could be used to prevent the attack.

From the point of view of young people who hear voices, dismissing
the perspectives of the vulnerable, or of those who hold less power in
a relationship, has harmful consequences that are pervasive and lasting;:
even reacting against that dismissal can become ineffectual in some
contexts where the stereotypes are widely accepted and go unchallenged.
Commenting on the video of The Fawn and the Mountain Lion, one of
the young people said:

Often there is not really any material harm at all to the powerful person
who dismisses the perspective of the vulnerable person. Often even more
harm is done to vulnerable people who try to hold powerful people to
account via formal channels which also hold power and can repeat the
original scenario by dismissing the vulnerable person’s perspective again.
This leaves the person in power with the ability to go on dismissing more
vulnerable people over and over, often with no repercussion whatsoever.

In an alternative version of the fable where Stag does not get attacked
by Mountain Lion in the end, we can imagine further harm coming to
fawns and does, despite their warnings and pleas for help, whilst stags
carry on blissfully unaware.

Fables are by nature short and there is a limit to the complexity of the
situations they can shed light on. Typically, there is no room to explore
the consequences of the event being narrated and there is no long-term
character development in the fable itself. However, The Fawn and the
Mountain Lion shows some interesting features of epistemic injustice,
including the pervasive and harmful nature of unquestioned stereotypes
and the fact that such stereotypes harm the vulnerable person whose
report is dismissed but also (in a different way and possibly to a lesser
extent) the powerful person who dismisses it.
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2.3  WHEN STEREOTYPES ABOUT YOUNG
PeorLE WHO HEAR Voi1ceEs CAUSE HarMm

In our team, we decided to write a new fable exploring instances of
epistemic injustice and their consequences for young people who hear
voices. Structurally, the story is similar to the one discussed in the previous
section, as it is a short story based on the interaction amongst animal char-
acters with a explicit message in the end. However, for this fable, our focus
was narrower. We wanted to explore how some of the widespread assump-
tions about young people who hear voices compromise their capacity to
exercise agency and the quality of their social relationships.

As explained in a classic paper on mental health stigma (Corrigan &
Watson, 2002), the results of extensive public surveys in the Western,
anglophone world suggest that there are three prevalent stereotypes asso-
ciated with people with poor mental health: they are to be feared, and thus
excluded; they are irresponsible, so they are unable to make decisions for
themselves; and they are “childlike,” so they need to be taken care of.
These stereotypes concern people’s agency, that is, their capacity to inter-
vene in the world around them and pursue their goals based on their
beliefs, intentions, desires, and values. If people with poor mental health
are described as dangerous, irresponsible, and childlike, this suggests that
they are not seen as agents.

Young people who hear voices and have other unusual experiences and
beliefs tend to be seen as seriously ill and, thus, dangerous to them-
selves and others. Moreover, their capacity to exercise agency and act
autonomously is regarded as so severely compromised that social inter-
actions with them are thought to be unproductive, leading to exclusion.
One common observation is that, when these assumptions take hold, they
are difficult to dislodge, even when young people no longer behave in
ways that are taken to confirm them.

Here is the fable we produced in our team, representing the potential
harms of negative stereotypes about young people who hear voices, which
we entitled The Wolf; the Snake, and the Butterfly.

The Wolf, the Snake, and the Butterfly

Wolf, Snake, and Butterfly meet in the clearing. Butterfly is surprised
to see Wolf: “Wolf, what are you doing here?” Butterfly asks, “Hasn’t
your pack moved on last night?” With a sad expression on his face, Wolf
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replies: “They left at sunset without me... with my limp they think I’ll be
a burden.”

Snake is also surprised to see Butterfly in the clearing where there are
hardly any flowers: “Butterfly, what are you doing in the clearing?” Snake
asks, “Isn’t the poppy field more your scene?”. Shaking her head, Butterfly
replies: “Well, the poppy field is lovely but I’m tired of the teasing. Bee
keeps saying that I don’t pull my weight.” Snake cannot believe it: “What
nonsense! Without your constant wandering, there would be hardly any
poppies!” Butterfly agrees that she is a good pollinator now. But she
explains that in the past she was not: “When I was a caterpillar, Bee saw
me ecating all day long. Bee will always see me as the useless one...”

Snake nods and adds: “Stereotypes are hard to overcome. I’'m really
gentle, but humans run scared when they see me and even beat me with
a stick if they get the chance!” Wolf joins in: “Ah, snakes and wolves win
no popularity contest! Aren’t we always the villains in fairy tales?”

Wolf, Snake and Butterfly compare their experiences to those of young
people who hear voices.

Wolf reflects on the problem of difference leading to exclusion: “We’re
often isolated because we’re different, as the boy in the playground who
is told that he makes his friends uncomfortable, and they no longer want
to play with him.”

Snake reflects on the stereotype of dangerousness: “Even those who are
there to support us consider us dangerous, as the doctor who tells a young
patient in the clinic that she does not feel safe in a room alone with her,
and is going to ask a colleague to join them.”

Butterfly reflects on the stereotype of incompetence: “We are treated
as if we can’t achieve anything, as the student who is advised to withdraw
from the programme by his university lecturer because people who hear
voices are too unwell to cope.”

Snake concludes: “When others find us useless or dangerous, or exclude
us because we are different, we experience harm and it’s harder for us to
do the things that we value.” And Butterfly adds: “But we have a lot to
offer!”?

Both our group discussions and the work on the fable The Wolf, the
Snake, and the Butterfly were inspired by recent attempts in philosophy

2 The Wolf, the Snake, and the Busterfly is also a short animated video that can be
found here: https://youtu.be/cluAqpl-Hjo. It was produced by Squideo on the basis of
a script written by our team, which includes members of the Voice Collective. It is meant
to illustrate the potential harm of negative stereotypes associated with young people who
hear voices.
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to think about the effects of interpersonal relationships on agency in the
context of mental health. As it has been shown in previous work (Sakak-
ibara, 2023; Sanati & Kyratsous, 2015), the question whether people
experience epistemic injustice seems to be especially relevant for people
who access psychiatric services for serious illness, as their capacity for
rational thought and autonomous decision making are often assumed to
be compromised by their struggles with mental health issues (Kidd et al.,
2022; Ritunnano, 2022).

More specifically, our team reflected on the consequences of stereo-
types on the capacity of young people who hear voices to exercise
agency. Based on the young people’s experiences, we started discussing
whether hearing voices makes people vulnerable to negative stereotypes
and then we moved on to think about the potential effects of those stereo-
types. The fable aims to draw attention to the circumstances in which
young people who hear voices are made to feel excluded because different
(Wolf), incompetent or useless (Butterfly), and dangerous (Snake). Not all
instances of stereotyping amount to epistemic injustice but acting on the
misconceptions we identified can be a form of epistemic injustice when
young people are denied credibility and agency merely because they hear
voices.

Due to their occasionally departing from consensual reality, people
who hear voices are not thought to be in a position to share knowl-
edge, engage in decision making, and contribute to positive change in
their lives. Individual and collective attitudes towards young people who
hear voices, in peer groups, the family, the school environment, and also
in the healthcare system, imply that their capacity to exercise agency is
compromised. Unfortunately, this occurs even when the young people
do demonstrate awareness that their own experiences may differ from the
experiences of others and actively seek help and take the initiative in their
care.

It is not difficult to see how a person’s young age combined with
behaviours that are characterised as symptoms of psychosis can give rise
to negative stereotypes. As mentioned in the previous section, common
misconceptions about young people include that they are immature and
reckless, lack resilience, and crave attention. To these, we can add the
widespread belief that people who struggle with their mental health are
irrational and unable to identify and pursue their best interests—especially
when they report unusual experiences and beliefs, and do not share the
same view of reality as those around them.
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In recent empirical work with young people who struggle with their
mood and have suicidal thoughts (Bergen et al., 2022), the authors
suggested that healthcare practitioners could adopt an agential stance
during emergency assessments in order to protect and enhance the young
people’s capacity to exercise their agency, whilst acknowledging that
young people accessing emergency services may be experiencing a crisis
and need support. Five steps to sustain agency were identified: (1) vali-
dating the young person’s experience; (2) recognising that the young
person has legitimate concerns that should be addressed; (3) avoiding
the practice of diagnostically labelling the young person prematurely,
before considering their perspective and situation; (4) affirming the young
person’s capacity to contribute to positive change; and (5) involving the
young person in the decision-making process.

Although these five areas are likely to be relevant to the protection
of agency in other vulnerable populations as well (Bortolotti, 2023,
Chapter 8), there are important differences in how agency is threat-
ened depending on the specific nature of the vulnerability identified in
the agents and the negative stereotypes those vulnerabilities trigger. For
instance, when talking to young people struggling with their mood, it is
not uncommon to hear that practitioners challenge the young people’s
description of their own feelings and suggest that involving emergency
services might have been unnecessary. This leads to the sense that the
young people’s concerns were not legitimate to start with (see Bergen
et al., 2023 for some examples).

However, for young people who hear voices and have other unusual
experiences and beliefs, this is a much less pressing issue because their
behaviours are regarded as symptomatic of severe distress and thus their
concerns are more likely to be taken seriously (often too seriously, as we
shall see) by practitioners. Other potential threats to agency are more
prominent in the case of young people hearing voices, including the fact
that young people are regarded as potentially dangerous to themselves
and others, and as lacking capacity altogether. The young people’s lack of
capacity may be considered so significant that their potential for bringing
about positive change and for contributing to decision making is ruled
out entirely.

One point often raised in our discussions was that, in interactions with
practitioners, young people found very little acknowledgement of the fact
that voice hearing can be a positive thing (Parry & Varese, 2021). Some
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young people find some of their voices comforting but this is not some-
thing explicitly acknowledged in clinical encounters: as one young person
put it, “voice hearing is always taken as a threat that needs to be fixed,
further invalidating our experiences.”

This speaks to the risks of objectification: in interactions with others
in general, and in the healthcare context in particular, the person in a
position to provide support sometimes sees the other as a problem to be
fixed rather than as a complex agent with multiple needs and interests.
The voices may be seen “just as a problem,” for instance, rather than “a
problem and also a coping mechanism that offers comfort.”

2.4 THREE STEREOTYPES
2.4.1  Butterfly, or Misattributions of Incompetence

In the fable, Butterfly is regarded as “useless” by Bee because, at the stage
of being a caterpillar, she did not contribute to pollination and instead was
seen eating all day long. It is of course necessary for caterpillars to eat as
much as they can, so they acquire the right size to go into the pupal stage.
This means that there is nothing “useless” about the caterpillar feeding,
and we know that caterpillars make a number of important contributions
to their ecosystems as well. For instance, they prevent vegetation from
growing too quickly and depleting nutrients in the soil.

But we can also understand how, from Bee’s perspective, caterpil-
lars may not appear to contribute as much as bees to the life of the
garden. However, caterpillars turn into butterflies, and butterflies are
excellent pollinators, as is acknowledged in the fable. So, Caterpillar
being described as useless by Bee is an understandable misconception, but
Butterfly being described as useless suggests that a negative judgement
that might have been understandable in the past, though not justified,
has not shifted and is now entirely inappropriate.

How does Butterfly’s story relate to the experiences of young people
who hear voices? One of the young people explains:

We picked a caterpillar transitioning into a butterfly to represent how
assumptions can still apply to voice hearers no matter their current circum-
stance and if they are not in crisis. In the video, Caterpillar is assumed to be
useless by Bee as it is only eating so it can grow to become a butterfly and
once it becomes a butterfly it is still assumed to be useless even though
it is now pollinating the flowers. This reflects how voice hearers can be
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perceived as lacking capacity to do things, such as being asked to with-
draw from programmes in higher education just because they hear voices.
We wanted to represent how these assumptions are not reflective of voice
hearers and that they are still capable even though they hear voices. We
wanted to represent how voice hearers are not defined by the fact that they
hear voices and their conditions.

One aspect that is worth exploring is the fact that a judgement that
is made at some point in the past about the unusual behaviour of young
people who hear voices can often be made again and again, even when
young people no longer engage in those behaviours. As young people
who hear voices observed, the presence of one instance of voice hearing
or of an unusual belief is often sufficient to wipe out the perceived
autonomy of the young person altogether, and for a very long time: “If
you have a delusion once, then everything you do is interpreted in the
light of it. You are always seen as lacking capacity.” One example of this
is when being non-compliant with medication or seeing things differently
from the healthcare practitioner is considered as a sign of illness and as
evidence that the young person lacks capacity. The risk is that concerns
with medication or other forms of treatment may not be addressed.

Diagnostic labels may also persist although people’s experiences evolve
and change. One experience that seems to be common to young people
who hear voices is that they are assigned a diagnostic label early on, when
they first access services, often after a superficial exploration of their expe-
riences and concerns. Although the label is not explained or discussed
with the young person in detail, it affects all future interactions with
healthcare professionals because it remains in their medical notes.

2.42  Snake, ov Misattributions of Dangevousness

In the fable, Snake is regarded as “dangerous” by the humans who cross
his path. We know there is a strong association in popular culture between
snakes and evil, starting from the biblical story in the garden of Eden
up to the Harry Potter books where snakes are natural allies to Lord
Voldemort. Given the bad press snakes get, it is not surprising that people
fear snakes. But it is a misconception that all or most snakes are aggressive
and poisonous. Not all snakes release toxins when they bite (in the UK,
for instance, only the adder is poisonous). And snakes are almost never
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aggressive towards humans: they may react if we try to pick them up but
in most cases the reaction consists in crawling away.

How does Snake’s story relate to the experiences of young people who
hear voices? The first observation to make is that the experience of voice
hearing is not the same for everyone and can also present different charac-
teristics and be more or less significant for the same individual at different
times. The heterogeneity that is explored in recent phenomenological
analyses of the experience of voice hearing (Woods et al., 2015) needs
to be acknowledged.

In clinical encounters, it was observed that some behaviours, inter-
preted as symptoms of severe distress, may be taken oo seriomsly in the
sense that they overshadow other problems that the young person is
experiencing and that may be more important to them at the time. For
instance, one young person said: “I feel that anxiety is a more pressing
problem than hearing voices for me now, but anxiety is systematically
downplayed by others as all their attention is devoted to my voices.”

Hearing voices and having unusual beliefs are often associated with
dangerousness, and thus young people who hear voices are sometimes
treated as if they were a threat to the safety of others, even when there
is no indication or evidence that this is the case. As one of the young
people put it, this misconception of dangerousness “can cause overreac-
tions that lead professionals to involve emergency services even when no
actual immediate risk is present, without the person’s consent. This can
often put that person in the way of further harm as emergency services
often escalate a situation and can cause more trauma to the vulnerable
person.”

Interestingly, a connection can be drawn between misconceptions of
dangerousness and the superficiality with which the experiences of young
people who hear voices are sometimes addressed in clinical encoun-
ters and elsewhere. When the experiences are underexplored, there is a
greater risk that they may be misunderstood. Especially the experiences
and behaviours considered to be a serious threat to agency may not be
thoroughly investigated by practitioners. As one of the young people put
it: “As they did not ask me questions about my experience, I had no
opportunity to share how I was feeling, and they misunderstood what my
experience was.”
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2.4.3  Wolf, or the Problem of Differvence Leading to Exclusion

In the fable, Wolf is different from the other wolves in his pack. He has a
small injury in his leg, and this makes the rest of the pack think that he will
be a burden when they move to a new territory, because the assumption
is that he won’t be running as fast, and he won’t be as successful as a
hunter. So, Wolf is left behind. Wolves are highly intelligent and sociable
animals, capable of developing strong bonds with members of their packs.
Being left behind in the way Wolf is in the fable would be a big deal and
being isolated or excluded can be very distressing.

As well as having to cope with exclusion due to being different, Wolf
experiences the effects of negative stereotypes, just like Butterfly and
Snake. Like Butterfly, he is thought to be useless. But there is no good
reason to believe that a small injury (which is likely to heal) will prevent
Wolf from contributing to the life of the pack. Like Snake, Wolf suffers
from a bad reputation: snakes may be routinely associated with evil, but
wolves are the default villains in fairy tales, eating helpless old ladies and
chasing cute little pigs. Yet, in real life, wolves very rarely attack humans
and can form lasting bonds with them.

How does Wolf’s story relate to the experiences of young people who
hear voices? The experience of exclusion due to perceived dangerousness,
uselessness, or merely illness was reported consistently by young people
who described interactions with peers, teachers, and healthcare profes-
sionals as alienating. This interesting phenomenon was characterised as a
catch-22: if young people are seen as capable of articulating the reasons
for their own distress in the clinical encounter, and participate in decision
making, then they are often deemed “not ill enough” to be worthy of
additional support, or they are seen as “being manipulative” or “playing
the system.” But if young people are seen as incapable of acknowledging
the extent of their own distress and lacking the capacity to contribute to
positive change, then they are straight-forwardly excluded from conversa-
tions and decisions about their future—for instance, the practitioner may
address the parents and not the young person, talking about the young
person as if they were not present. Both situations bring about forms of
exclusion: if the young person is seen as capable but manipulative, they are
excluded from decision making because they do not have the right inten-
tions; if the young person is seen as sincere but incapacitated, they are
excluded from decision making because they cannot make a meaningful
contribution.
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As one young person said:

As someone who hears voices and has unusual experiences, healthcare
settings feel deeply unsafe. Every time I interact with medical professionals
there is a danger that they will decide that I am either lacking in capacity or
a manipulative and ‘difficult’ patient. These decisions are then written into
medical records that will follow me for years (regardless of whether the
professional’s original judgements were made with bias are no longer rele-
vant today). The effects of removing someone’s agency reach far beyond
a single (often brief) interaction and continue to harm a patient years into
the future.

One general problem which applies to agency in a number of different
contexts is that often capacity is seen as an all-or-nothing property of the
person and there is little recognition that some people can contribute
to some projects and fail to contribute to other projects. As one young
person put it, “If I demonstrate agency in one dimension of my life,
people then insist that I exercise agency over other behaviours over which
I may not have full control.”

Young people who hear voices often found that decisions were made
on their behalf about what they were capable of. Sometimes young people
felt more capable than it was perceived by others. When facing challenging
projects, the decision was to exclude them whereas they felt that that they
would have been able to participate with some additional support. In the
fable, we see how the university lecturer advises the young man to with-
draw from the programme instead of offering further support. There is an
element of self-fulfilling prophecy there—it is because young people who
hear voices are excluded that they are often perceived as “lone wolves.”

Another related problem is that we tend to see agency as tied to praise
and blame, and thus we associate attributions of agency with attributions
of responsibility. If a person is thought to be capable of acting on their
best interests and participating in decision making, then they are also
expected to take responsibility for the outcome of their actions and the
consequences of the decisions they contribute to make. However, agency
does not imply infallibility, omnipotence, or even control over external
circumstances.

Human agents are imperfect agents because they always make decisions
in situations of uncertainty and do not have complete knowledge of all
the relevant variables. They are always situated agents because they are
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constrained in what they do by their physical and social environment. In
other words, their agency can be supported or hindered by a number
of factors, including the attitudes of the people around them (Bortolotti,
2020, Chapters 1 and 7). In situations of crisis, attributing the capacity to
contribute to change to the person in distress may be helpful if it is accom-
panied by adequate support, but praising or blaming may be unhelpful as
it can put a lot of pressure on the person whose actions and decisions are
scrutinised (Brandenburg, 2017; Pickard, 2013). That is why, in formu-
lating the agential stance, it is preferable to talk about the capacity to
contribute to change as a more feasible and less demanding attribute of
agency than full responsibility over actions and decisions.

However, in many social interactions, adults in position of authority
routinely challenge the capacity of young people who hear voices and
are also quick to adopt a judgemental approach, holding young people
responsible for behaviours that are perceived as problematic, such as not
complying with medication or self-harming. The attribution of responsi-
bility in these contexts fails to take into account the situatedness of agency
and the multiple factors that may give rise to the problematic behaviours,
and is rarely accompanied by a genuine attempt to understand the reasons
behind those behaviours.

2.5 INSPIRING RESEARCH AND CHANGING PRACTICE

In this paper, we used the means of an Aesop-style fable to illustrate some
of the experiences of young people who hear voices. Our goal was to
reflect on the potential harms of negative stereotypes, inspired by philo-
sophical literature on epistemic injustice in mental health and by the lived
experience of the members of the Voice Collective.

We focused on the impact of such stereotypes on the capacity of
young people to exercise their agency and contribute to shared epistemic
projects. We hope that the three broad areas we identified (incompetence,
dangerousness, and difference leading to exclusion) can be the object of
empirical work on potential epistemic injustice in education and health-
care settings and that the findings will help support concrete suggestions
to alleviate the effects of stereotypes associated with young people who
hear voices.
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Reacting to Demoralization
and Investigating the Experience of Dignity
in Psychosis: Reflections from an Acute
Psychiatric Ward
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Abstract Psychotic disorders are extremely challenging for individuals
and their loved ones. The experience of psychosis, as is found in
schizophrenia, may subvert the foundations of the individual’s relation-
ship with the world. Irrespective of the theoretical frame of reference,
psychotic episodes are characterized by intrinsic impairment of the indi-
vidual ability to know, make sense of, and experience the world, thus
limiting agency and threatening dignity. In addition, individuals with
acute psychosis are generally cared for within institutions that entail some
degree of separation from society (e.g. the psychiatric ward) and—in
extreme cases—with coercive practices. Coercion is established by the
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law as a “necessary evil” to avoid risky outcomes and to achieve clin-
ical improvements, i.e. recover a better contact with reality. However,
this approach may engender situations that are detrimental for individual
dignity, morale, and epistemic justice. During the emergence of acute
severe mental illness and its treatment, individuals may in fact encounter
stigmatization and marginalization, and experience stress, loss of agency
and loss of dignity. After one or more hospital admissions, the experi-
ence of severe mental illness and the conditions related to treatment may
engender demoralization, which is particularly detrimental in the long
term and may increase the risk of suicide. This chapter aims to provide
an overview of the available evidence on these topics and broad indica-
tions on strategies and therapeutic approaches that might improve the
experience of psychiatric inpatient care.

Keywords Psychosis - Schizophrenia - Acute ward - Epistemic justice -
Dignity - Coercion - Marginalization

3.1 PsycHosIS, INSIGHT, AND CAPACITY

This chapter discusses the unique challenges faced by individuals expe-
riencing acute psychosis treated within the inpatient psychiatric settings.
We discuss how patient symptoms, lack of insight, and unwillingness to
receive care may lead to involuntary treatment, the last resource to address
the potential risks in such clinical situations. Coercive treatment, however,
poses significant threats to agency and epistemic justice. Against the back-
drop of evolving principles of care, but pressing resource constraints, we
pursue an examination of how aspects related both to psychosis and coer-
cive practices may lead to the erosion of dignity, agency, and morale
during inpatient treatment. Despite the scarcity of literature addressing
these topics, we focus on elucidating the complex issues arising when
psychosis and/or its management endanger patient agency and epistemic
justice, and what principles and initiatives may be considered to reduce
this burden.

Psychosis entails a disruption in the individual’s perception of reality.
Psychotic disorders are characterized by symptoms such as hallucinations,
delusions, disorganized thinking, and significant social or occupational
dysfunction. This group of conditions not only affects the individual’s



3 REACTING TO DEMORALISATION 43

internal world but also their interactions with the external environment,
leading to profound challenges in understanding and navigating the
social, occupational, and existential aspects of their lives. The complexity
of psychotic disorders lies both in their postulated causes and their kalei-
doscopic manifestations, ranging from acute episodes of schizophrenia to
the mood-congruent psychotic features of bipolar disorder. Each variant
of psychosis presents unique challenges, requiring a nuanced approach to
treatment (Kuipers et al., 2014).

The symptoms of psychosis often emerge in late adolescence or early
adulthood, marking a delicate period of transition and development, when
existential crises are nearly physiological. They may aggravate an already
challenged sense of reality and self-identity, which becomes even more
fragmented and uncertain (Lysaker & Lysaker, 2010). The manifestations
of psychosis vary widely amongst individuals, but may fundamentally alter
one’s perception, emotion, and understanding of the world. Consider the
case of Jake, a student who is struggling between familial conflicts and
economic difficulties, as well as choices related to his career. Auditory
hallucinations may take the form of “voices” that comment on everyday
actions, and may lead Jake to think that people spy on him with malevo-
lent intent. These symptoms can lead to angst and withdrawal from social
activities, possibly culminating into severe anxiety and agitation. In similar
cases, violent behaviour may also be present, although it is rare. The
belief in the realness of voices and persecution exemplifies the convincing
nature of psychotic symptoms (Belvederi Murri et al., 2021a). The onset
of psychosis can be sudden or quite gradual, and may be preceded by
other experiences with core existential themes including loss of common
sense, perplexity, and lack of immersion in the world with compromised
vital contact with reality, perturbation of the sense of self, and need to
hide tumultuous inner experiences. In the first episode, the acute phase is
denoted by intense self-referentiality and permeated self-world boundaries
and dissolution of the sense of self (Fusar-Poli et al.; 2022).

It is not surprising that acute psychosis is often accompanied by the
lack of awareness that such experience constitutes an illness and deserves
treatment. In other words, individuals often lack insight into their condi-
tion (Belvederi Murri & Amore, 2018; David, 1990; Henriksen & Parnas,
2014). Education, cultural factors, and societal attitudes towards mental
health can profoundly affect how a person internalizes and acknowledges
their mental health conditions (Kirmayer & Looper, 2006). The grave
societal stigma that is attached to mental illness (Foucault et al., 2013)
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exacerbates individual feelings of isolation and diminishes help-seeking
(Clement et al., 2015). In these cases, decision-making capacity needs
to be carefully assessed. Clinicians are called upon to explore patients’
reasoning in detail, facilitating more meaningful discussions around treat-
ment decisions (David, 2020). This aspect is crucial to determine the
degree of patient autonomy and involvement in healthcare decisions,
strictly intertwined with agency, human dignity, and rights. The promo-
tion of patient empowerment is a key component of recovery, and is
increasingly seen as a duty of healthcare providers (Larkin & Hutton,
2017). Pertinent themes include a desire for respect and understanding by
healthcare providers, the need for clear and empathetic communication,
and genuine involvement in decision-making (Stovell et al., 2016).

3.2 TREATMENT OF PSYCHOSIS
WITHIN INPATIENT SETTINGS

The treatment of psychosis has evolved significantly, with current clin-
ical guidelines advocating for a comprehensive, multidisciplinary approach
(Maj et al., 2021). Treatment encompasses a range of pharmacological,
psychological, and supportive interventions. Antipsychotic medications
are one cornerstone of treatment, and reduce the severity of hallucinations
and delusions. However, medication alone is insufficient. Psychotherapy,
social support, and rehabilitation programs mark the shift towards a
person- and recovery-centred approach. Early intervention services are
particularly important to support the individual since the initial stages of
psychotic experiences, and also address the broader impact psychosis has
on education, employment, and social relationships, ultimately improving
long-term outcomes (Belvederi Murri et al., 2021b, 2023). However,
such a focus on empowerment, identity, meaning, and resilience is not
always ensured in ordinary clinical practice (Maj et al., 2021).

3.2.1  Coercive Practices: Necessities and Implications

Enabling human rights and deinstitutionalization are fundamental priori-
ties for Mental Health in the twenty-first century; coercive practices are in
stark contrast with such basic human rights, at least apparently. In fact, it is
purely ideological and hypocritical to deny that psychosis can entail situa-
tions where there is grave danger for the person and/or other people, and
where decision-making capacity is severely impaired (Walsh et al., 2002).
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In exemplary cases, suicidal or violent behaviour is a danger requiring
immediate action. In some cases, only coercive interventions can prevent
harm or severe damage to people. In such cases, the law awuthorizes or,
better, prescribes coercive treatment modalities in various forms (Burns
et al., 2016; Zaami et al., 2020). Coercive inpatient treatment in psychi-
atric settings may take the modality of Community Treatment Orders,
forced treatment, involuntary admissions, seclusion and restriction, and
informal coercion (Aragonés-Calleja & Sanchez-Martinez, 2024).

Seclusion into “locked wards” or “alienation” from society is one of the
most common coercive practices in the history of humankind (Foucault
etal., 2013). From a historical perspective, we actually witness the infancy
stage of community-based, recovery-oriented psychiatry (Badano, 2024).
Seclusion has broad-ranging ethical and medico-legal implications (Zaami
et al.,, 2020). In high-income countries, the debate mainly regards the
contrast between “open door” policies vs. “locked door” practices, but
it is not yet informed by robust evidence (Beaglehole et al., 2017).
Research intuitively indicates that patients often report extremely nega-
tive psychological effects of seclusion, including feelings of confinement
and frustration. Patient and ward characteristics, however, only partially
explain the variations in seclusion practices. Ward policies, the level of
staffing and other contingencies may play a decisive role in the frequency
of seclusion. This highlights the need for thoughtful policy-making and
adequate resources to minimize seclusion (Gooding et al., 2020).

Forced medication is also a dramatically common, particularly with
schizophrenia and other psychotic disorders, when there has been violent
behaviour. This approach is aimed at managing immediate risks but
raises significant ethical concerns. Available research leaves uncertainty
concerning the implications and effectiveness of such practices (Jarrett
et al., 2008).

Another issue is informal coercion, i.e. a spectrum of strategies
like persuasion, leverage, and inducement to influence patient decisions
regarding treatment. These methods may be employed by mental health
professionals and staft to enhance adherence to general rules, treatment
plans and improve overall health outcomes. Such strategies haunt the
ethical landscape by potentially compromising patient autonomy and
dignity but persist because they are considered effective in achieving clin-
ical goals and may prevent formal coercion. Ethical debates focus on the
balance between beneficial outcomes and methods to achieve them, high-
lighting the need for clear guidelines and transparent practices (Valenti
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etal., 2015). A recent qualitative study on informal coercion in psychiatry
highlighted relative themes amongst mental health professionals: there
is a universal belief in its effectiveness, particularly for enhancing treat-
ment adherence, but this is accompanied by “ethical discomfort” about
employing it. Finally, the underlying conflict between paternalism and the
respect for patient autonomy frames the ethical landscape (Valenti et al.,
2015).

3.2.2  The Impact of Coercive Practices on Patients and Staff:
A Matter of Agency and Dignity

To provide an overview of the implications of coercive measures, we limit
the discussion to cases where coercion is applied appropriately, lawtully,
and cthically (Hoff, 2015). In such cases, admission and treatment are
highly recommended and constitute themselves the cove of dignified care. It
is difficult to demonstrate it, but it should be stressed that coercion and
involuntary admissions can have positive consequences and may even save
lives. Since early intervention is universally recommended in psychosis,
another argument in favour of coercive admission is that it reduces the
latency of treatment (duration of untreated psychosis), a risk factor for
future chronicization of delusions, and other manifestations of psychosis
(Large et al., 2008). The other argument relies on the fact that involun-
tary admissions are generally used in case of suicide risk, violent behaviour
or risk for others, neglect and poor self-care, behaviours that threaten
dignity and are harmful for the individual aspirations related to their
professional and social life. These conditions are relatively common. With
hindsight, some individuals who were treated compulsorily considered the
experience as a “necessary emergency brake” (Sibitz et al., 2011) to protect
them against their own behaviours, which they judged subsequently
against their own best interest (Lorem et al., 2015).

Similarly, some users report a paradoxical sense of safety in isola-
tion, appreciating the protective aspect despite the overarching nega-
tive impact of seclusion (Aragonés-Calleja & Sdnchez-Martinez, 2024;
Douglas et al., 2022). In another study, the vast majority of acutely
admitted patients were satisfied with treatment, with little differences
between those admitted involuntarily and voluntarily, except for their
satisfaction with the information provided to them. The provision of
sufficient and adequate information even during coercive measures is an
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important target for mental healthcare service improvement (Bo et al.,
2016).

There is a dearth of recommendations guiding care within coercive
conditions; the call for guidelines is imperative (Maiese et al., 2019; NICE
guidance, 2018). The “principle of least coercive care”, however, has been
proposed to limit the extent of these practices to the minimal neces-
sary intervention. Clearly, coercion should only be considered empirically
justified if the client is incompetent iz that situation and the harm caused
by coercion is significantly less than the harm that would occur if the
client were left uncoerced (O’Brien & Golding, 2003).

This approach challenges traditional views and calls for a careful assess-
ment of how coercive a practice is, which can vary significantly from case
to case. However, a general ranking of coercive practices was proposed
to provide guidance, illustrating a continuum from overt force to subtle
influences that respect client autonomy (O’Brien & Golding, 2003). The
application in the real world, however, seems still heterogeneous at best
(Dutra et al., 2022). At present, available data suggest that there may
be bias towards more frequent application of coercion depending on the
individual’s ethnicity, gender, and culture (Isohanni et al., 1991; Keane
et al., 2019; Knight et al., 2022; Witt et al., 2013).

Lastly, even when coercion is applied appropriately, it may profoundly
impact the individual dignity and sense of agency. For instance, when
a patient needs mechanical restraint or seclusion due to aggressiveness,
even when the necessary measures are taken (provide information, offer
fluids and food, pay attention, attempt to understand why the patient
acted that way) they may view this as a violation of human rights or as
punishment, and have a painful traumatic experience (Dutra et al., 2022).
Between these measures, the seclusion room is generally considered less
detrimental (Huf et al., 2012). Patients may be sidelined in decisions
about their care, humiliated, de-humanized, and discriminated.

In the long term, coercion may diminish their autonomy and control
over their treatment and recovery process beyond what is strictly neces-
sary. This loss of agency may also challenge the very foundation of
their identity and self-worth. Those who were subject to coercive prac-
tices described feeling imprisoned and dehumanized, particularly when
subjected to restrictive measures like seclusion or involuntary admission.
Psychological distress or even trauma are reported in up to 70% of cases
(Guzman-Parra et al., 2019).
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The theme of dignity is still generally understudied. Core themes that
emerge in inpatient treatment are those of powerlessness, quality of care
environment, relationship to staff, psychological and physical impact of
involuntary treatment, and paradoxes (Plunkett & Kelly, 2021; Plunkett
et al., 2022). Patients frequently described experience of coercive prac-
tices as aversive, but some also perceived that some level of coercion was
necessary. Conflicting views were also reported on “house rules” being
both calming and humiliating or provoking, or locked doors giving rise
to both protest and feelings of being cared for. Another important issue
is the intersection of safety and dignity in psychiatric inpatient settings:
for instance, the practice of removing potentially harmful items from
patients upon admission has been indicated as having an impact on patient
dignity, despite its importance for safety reasons, e.g. to prevent self-harm
(Plunkett & Kelly, 2021; Plunkett et al., 2022).

Another study suggested that dignity within the psychiatric ward
encompasses the preservation of self-identity and social roles, where
patients feel a profound need to maintain their sense of self and soci-
etal connections despite the distress caused by severe mental illness. This
involves the need of receiving acknowledgement and respect for their
personal history, characteristics, and the continuation of social interactions
to affirm their place in society (Di Lorenzo et al., 2017; Plunkett & Kelly,
2021). Additionally, managing emotional distress and uncertainty about
the future is pivotal. These feelings often stem from the fear of losing
control over one’s life and worries about long-term outcomes, which are
exacerbated by the hospital environment. Lastly, perceived autonomy was
a fundamental dimension of dignity, challenged by restrictions of personal
freedom and privacy (Di Lorenzo et al., 2017). Ensuring that these
aspects are addressed in care practices is essential to upholding dignity
in psychiatric settings (Plunkett & Kelly, 2021; Plunkett et al., 2022).

Professionals and caregivers also grapple with their roles as enforcers of
coercive measures, and may be subject to “moral distress” and burnout
(Jansen et al., 2020). Many healthcare providers experience deep ethical
dilemmas, balancing the need for safety and clinical stability against
respecting patient autonomy. The discomfort amongst professionals stems
from the tension between clinical judgement and the coercive nature of
some interventions deemed necessary for safety or treatment adherence
(Aragonés-Calleja & Sanchez-Martinez, 2024; Wullschleger et al., 2024).
The attitude is shifting from a therapeutic paradigm (coercive measures
have positive effects on patients) to a safety paradigm (coercive measures
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are undesirable, but necessary for safety) (Doedens et al., 2020). Care-
givers and relatives, whilst occasionally relieved that their loved ones
are receiving care, express frustration and anxiety about the coercive
processes. They often feel excluded from treatment decisions, which exac-
erbates their distress and complicates their relationships with both the
patient and the healthcare system (Aragonés-Calleja & Sdnchez-Martinez,
2024).

Coercion is an “elephant in the room”: an understudied issue, despite
its enormous relevance. There is a critical need for ongoing dialogue and
cthical reflection in the application of coercion in mental health settings.
There is also a strong need to implementing trauma-informed care prac-
tices within psychiatric facilities to better address and potentially mitigate
these severe psychological impacts (Dutra et al., 2022). Effective manage-
ment strategies suggested include staff training in trauma-awareness and
the integration of specific therapeutic interventions that focus on trauma
resolution and patient autonomy (Berry et al., 2013).

3.2.3  Mood and Movale Duving Inpatient Treatment for Psychosis

The experience of psychosis in itself and coercive treatment might consti-
tute a “double hit” for the individual’s sense of self-worth, mood,
hope, morale. The dire consequences on individual morale depend on
various individual and contextual factors, amongst which insight plays
an important role. Enhanced insight into one’s mental health is a desir-
able condition, but it can paradoxically lead to adverse outcomes, a
phenomenon often referred to as the “insight paradox” (Belvederi Murri
et al.,, 2015, 2016; Lysaker et al., 2007). This paradox suggests that
insight can also lead to increased distress and depression. This is partic-
ularly evident in cases of post-psychotic depression, where patients who
gain a clear awareness of their psychosis often experience a profound sense
of loss and sadness over their perceived decline in personal and social iden-
tity. It is particularly evident amongst people who hold self-stigmatizing
beliefs.

Demoralization may also manifest in patients with chronic psychotic
illnesses, but also affective disorders, as loss of hope after a lifetime of
struggling with an illness (Grassi et al., 2020) and may be expressed as
reduced quality of life. The core lived experiences of the later stages of
psychosis (i.e. relapsing and chronic) involved grieving personal losses,
feeling split, and struggling to accept the constant inner chaos, the new
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self, the diagnosis, and an uncertain future (Fusar-Poli et al., 2022).
Receiving treatment for chronic psychosis and having good insight into
the illness also engender demoralization. This greater awareness of the
illness, the realization of its the chronic course and the impact on personal
and professional aspirations. As patients become more cognizant of how
they are perceived and treated by others due to their illness, this can
exacerbate feelings of hopelessness and low self-worth. However, this
effect is tempered by better relationship with the carers (Belvederi Murri
et al., 2016). The insight paradox encapsulates the dual-edged nature of
awareness in psychiatric conditions.

On one hand, insight can empower patients, allowing for better self-
management and informed decision-making; on the other, it can heighten
awareness of stigma, the possible chronicity of their condition, and the
impact on their life goals, thereby contributing to depressive symptoms
or even suicide (Berardelli et al., 2021). Addressing the insight paradox
in treatment planning involves a delicate balance. It requires fostering
an environment that promotes insight whilst simultaneously providing
robust emotional support and therapeutic interventions to mitigate the
distressing impact of such insights. This nuanced understanding of insight
and its implications is critical in psychiatric care, especially for ensuring
that the pursuit of awareness does not inadvertently harm those it intends
to help.

3.3 PsycHOSIS AND EPISTEMIC (IN)JUSTICE

One last point should be made about the risk of epistemic injustice across
the individual, social, or institutional scales (Kidd et al., 2023). The
concept of epistemic injustice is particularly relevant both for the conse-
quences of psychosis (as a clinical phenomenon) and for the experience
of treatment. Epistemic injustice, in fact, concerns the lack of fairness
in the exchange of knowledge, a domain that is particularly relevant to
the experience of delusions. Individuals with psychosis often find them-
selves at the intersection of testimonial and hermeneutic injustices, where
their capacity to know and communicate their experiences is unfairly
discounted due to the nature of the illness and to the internal or external
stigmatization of their condition (Kidd et al., 2022; Smyth, 2021).
Testimonial injustice relates to situations when an individual’s account
of their experiences is disregarded or deemed unreliable, not because of
the content of their testimony, but because of prejudicial beliefs about
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their capacity to know (“identity-prejudicial” stereotype). For individuals
with psychosis, this form of injustice is all too common, as the hallmark
symptoms of their condition—delusions and hallucinations—are often
dismissed as mere artefacts of their illness, rather than expressions of lived
reality (Kidd et al., 2022; Smyth, 2021).

This may particularly interest patients with psychosis who are judged
not to have capacity, and are considered completely unreliable in all
aspects of their testimony, not just in regard to the content of a particular
delusion or hallucination. This is obviously not true, as several degrees of
detachment from reality exist in the psychotic spectrum, even in the acute
phase (Smyth, 2021). Psychosis does not necessarily invade all realms of
mental functioning and in many instances, patients may experience “lucid
delusions” (not confused) and hold reliable accounts of a large propor-
tion of their reality, events, experience. This is entrusted in the dialectic
process of supporting decision-making in cases where capacity is lacking:
the Mental Capacity Act requires practitioners to help a person make their
own decision, before deciding that they are unable to make a decision
(NICE Guidance, 2018).

The automatic dismissal of the testimony of people with psychosis
silences their voices, and impedes their recovery by fostering feelings
of isolation, alienation from the healthcare system and society at large,
(Lysaker & Lysaker, 2010). Even in those cases where psychotic states
may reduce the testimonial reliability of a person within a specific domain
or a situation, the situation should be evaluated carefully depending
on the observer’s perspective, considering differences between laypeople,
loved ones, and mental health professionals.

The closer one is to the person, the more one is invested by the
task of attempting to understand and inmterpret psychosis as a different
type of communication, both in the formal (Folesani et al., 2023) and
substantial manner (Robbins, 2002; Stanghellini, 2008). In one interpre-
tation, it could be argued that a person experiencing psychosis does also
risk to commit testimonial injustice on themselves, by judging the self-
experience of the world less reliable than it actually is, and by developing
what is called self- or internalized stigma, which is particularly relevant for
subsequent loss of self-esteem (Fernindez et al., 2023).

Hermeneutic injustice is the other side of the coin of epistemic injustice
in psychosis. The phenomenological tradition is particularly fit to capture
the various, unique ways the embodied subject encounters the world,
and how different it may be from their “neuro-normative” counterparts.
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From other perspectives, the presence of cognitive impairment and other
“dysfunctions”, the difficulty of finding a shared language (Andreasen &
Grove, 1986) and framework to articulate the complex and often ineffable
nature of psychotic experiences may exacerbates patient marginalization,
hindering effective communication with caregivers, healthcare providers,
and the broader community (Heydebrand et al., 2004; Stanghellini et al.,
2019; Tranulis et al., 2008). This form of injustice deprives individuals
with psychosis of the opportunity to make sense of their experiences and
to be understood by others, further isolating them and impeding their
recovery.

There are several other relevant points that might pertain to epis-
temic injustice within the treatment of psychosis, but go beyond the
scope of this chapter, such as stigma, objectification and misrecognition,
hermeneutical marginalization and silencing (Kidd et al., 2017). It would
be important to mention at least the analysis of institutional characteristics
and rules that may exacerbate prejudice and miscommunication, including
undue societal influences that influence the admission of patients. Specific
attention should be devoted to the subjective worldview and experience
of individuals with psychosis within the acute setting.

3.4 EvoLUTION OF PRINCIPLES OF CARE
AND THE REDUCTION OF RESOURCES

More research is needed on the issues of dignity, demoralization, trauma,
and epistemic injustice in the care for psychosis. At present, indica-
tions are on how to reduce hospitalizations altogether, or to reduce
involuntary treatment. To a large extent, they depend on providing
better care in the community. For instance, interventions may include
patient-centred structured care planning with tools like crisis cards,
advance directives, and continuous follow-up in the community; special-
ized therapeutic interventions such as animal-assisted psychotherapy, and
acceptance and commitment therapy; and systemic changes in hospital
practice comprising residential crisis programmes combining elements of
residential and outpatient care (Giacco et al., 2018). Advance directives
and crisis plans evidently constitute a strategy based on partnering with
the patient and strengthening therapeutic alliance, a fundamental element
for building trust and collaboration even in the most difficult clinical
situations.
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Other interventions can effectively reduce coercive treatments in
mental health services. Amongst these, staff training showed the strongest
evidence for reducing the use of restraints. Of note, this should not be
limited to technical aspects, but also include relational and vocational
aspects (Nesset et al., 2009). Targeted training and involving patients
more actively in treatment decisions can help mitigate the use of coercive
measures in mental health settings (Barbui et al., 2021). One interesting
and innovative step is the direct involvement of persons who experience
psychosis in psychiatry research. Patients bring unique insights (testi-
mony) to the table to enhance the quality and effectiveness of inpatient
psychiatric services. Employing participatory methods, new evaluative
scales, and trials to test interventions can be further adapted to the needs
of those who need them.

The last element to improve dignity of care is the resources of the
mental healthcare system, another under-researched issue pertaining the
correspondence between resources and quality of care (Barbui et al.,
2018; Rickli et al., 2024). The paradox is that principles of care evolve,
and we increasingly recognize the importance and role of humane and
dignity-preserving care, but resources to put such principles into practice
continue to wane, at least within the public mental healthcare sector. Any
initiative to reduce compulsory treatments and coercion requires invest-
ment (Quinn et al., 2024). Italy, for instance, embodies this paradox by
being a pioneer in the post-asylum change of paradigm for mental health,
and being last amongst high-income countries for investment in public
mental health, both in terms of monetary and human resources. Several
countries may claim low overall rates of compulsory admissions, but too
few data are available on the use of other formal and informal coercive
measures (Bak & Aggernas, 2012; Barbui et al., 2018; Starace, 2024).
The levels of resources may be inversely proportional to the quantity of
prescribed medications, lead to the hypothesis that increased personnel
may allow for more non-pharmacological interventions, reducing the
need for antipsychotics (Starace et al., 2018).

In conclusion, the experience of psychosis and its treatment in the
emergency and inpatient setting often entails the dramatic necessity of
compulsory treatment. These situations pose compelling ethical issues and
endanger patient dignity, agency, and epistemic justice. Research on these
issues is scarce, considering the dire consequences for individuals, but the
available studies highlight several areas of improvement and hope for the
possibility of humane treatment. It is paramount that the evolution of
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principles of care is accompanied by a parallel increase of resources to put
such principles into practice.
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CHAPTER 4

Not All Psychiatric Diagnoses are Created
Equal: Comparing Depression and
Borderline Personality Disorders

Jay Watts

Abstract The validity of psychiatric diagnoses has been at the heart
of enduring and divisive debates in mental health discourse for over
fifty years, often reaching a stalemate. Whilst some consider a diagnosis
essential for validation and support, others view it as an obstacle to
personal meaning-making. This chapter proposes that considering epis-
temic injustice may offer a valuable approach to overcome this impasse.
By examining four facets of epistemic injustice—objectification, moral
agency, trivialization, and narrative agency—it juxtaposes patient perspec-
tives on borderline personality disorder and depression, arguably the
least and most popular diagnoses with patients in psychiatry. Leveraging
these four facets, it delves into the experiences of two representative
patients, Cara and John, showing how epistemic injustice operates differ-
ently across diagnoses. This analysis suggests the importance of epistemic
injustice as a tool in critically evaluating the usefulness of specific psychi-
atric diagnoses, enriching traditional metrics of reliability and validity in
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nosology. Moreover, it encourages a shift in clinical training to embrace
reflective practices and restructure power dynamics in clinical encounters,
promoting greater epistemic participation.

Keywords Psychiatric diagnoses - Epistemic injustice - Testimonial
injustice - Narrative agency - Diagnosis: psychiatric diagnosis - Mental
health - Borderline personality disorder - Depression - Societal attitudes -
Peer-led training

4.1 ARE PSYCHIATRIC DIAGNOSES M EANINGFUL?

Throughout the last half-century’s societal tumult, the perception of
psychiatric diagnosis has fluctuated, alternately emerging from, and
receding into the shadows of cultural awareness. Previously, it lingered on
the fringes, gaining attention primarily through countercultural critiques
like Michel Foucault’s ‘Madness and Civilization’ and R. D. Laing’s
ground-breaking work at Kingsley Hall. Now, however, these once-
peripheral views have vaulted into the mainstream, taking a central place
in public discourse. This transition mirrors a shift in societal attitudes
towards mental illness. It has been accelerated by powerful stigma-
reducing initiatives such as “Time to Change’ (Henderson & Thornicroft,
2009), as well as culturally defining moments that have shaped public
emotion—notably, Paul ‘Gazza’ Gascoigne’s poignant tears during the
1990 World Cup and the collective mourning following Princess Diana’s
death (Dixon, 2023).

Today, mental health discussions have moved from the seclusion of
private spaces to dominate conversations everywhere—from boundless
digital realms to the intimacy of family gatherings. Yet this newfound
openness has its critics, warning of the medicalization of everyday life,
casting doubt on the veracity of severe conditions like schizophrenia and
claiming that young people especially are overidentifying with mental
illness labels thanks to TikTok culture (e.g. Giedinghagen, 2023). Such
polarized views—often referred to as ‘the diagnosis wars>—are heated and
sometimes unpleasant, frequently invalidating the experiences of those of
us who have been diagnosed. Our experiences are nearly always more
complex. For instance, my own feelings about my diagnoses vary; some
feel affirming, others condemning.
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Epistemic justice has emerged as a potent framework for conveying the
complexities long articulated in Mad Writings (e.g. Russo & Sweeney,
2016). By exploring how epistemic injustice manifests in the context of
two diagnoses—depression and borderline personality disorder (BPD)—I
aim to show the epistemic traps that diagnosis can lead us into or help
us escape from. Critically examining the ethics of psychiatric diagnoses
becomes meaningful only if there is a substantial factual basis to question
the diagnoses themselves, sufficient to warrant disagreement.

Psychiatric diagnostics aim to balance the need to categorize mental
health conditions with the complexity of human experience. Diag-
noses function as clusters of symptoms, assumed to coalesce as ‘syn-
dromes’ which are given names such as ‘depression’ and ‘schizophrenia,’
purporting to provide insights into cause, course, treatment, and
outcome. These classifications are judged on two key factors: reliability,
or how consistent a diagnostic measure is, and validity, or how accurately
the measure reflects what it’s supposed to. Reliability and validity vary
significantly between and within diagnoses. For example, Bipolar Affec-
tive Disorder has good construct validity, especially for Bipolar I, its most
acute form, compared to Bipolar II (Cano-Ruiz et al., 2020).

In contrast to other medical disciplines that often rely on a blend
of subjective symptoms and objective signs such as rashes or fevers,
psychiatric diagnoses are primarily based on subjective observations,
including reported mood and behavioural changes. The complexity of
diagnosis is highlighted by the remarkable number of possible symptom
combinations—for instance, there are 227 for major depressive disorder
(Zimmerman et al., 2015) and 256 for borderline personality disorder
(Hawkins et al., 2014).

Relying on subjective symptoms gives psychiatric diagnoses a value-
laden and bias-prone quality that can delegitimize their status. However,
Carl Sagan’s axiom, “Absence of Evidence is not Evidence of Absence,”
resonates here. Whilst we might ridicule psychiatry’s eternal expectation
that biomarkers linked to syndromes are on the brink of being discov-
ered, similar sign-less conditions in other medical areas, such as certain
types of headaches, do not face the same degree of scepticism. Psychiatric
diagnoses serve multiple purposes, including ruling out other medical
conditions. For example, symptoms of depression can overlap with those
of heart or thyroid problems, necessitating thorough diagnostic processes
to discern and eliminate these alternatives.
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Threshold points are debated across medicine. For example, the cut-
off points for diabetes have changed over time. In psychiatry, they are
especially problematic because deciding when sadness becomes depression
or when eating problems become a disorder is a value-laden decision,
influenced by time and place.

Mainstream critiques of psychiatric diagnosis often repeat many of
the very issues they seek to contest such as over-generalizing claims
or creating straw man arguments that misrepresent the biopsychoso-
cial model as a biomedical one. There are also plenty of criticisms of
the current syndrome-based diagnostic system from within mainstream
psychiatry. For example, 2014’s Research Domain Criteria (Insel, 2014)
was led by NIMH’s most prominent biomarker researchers. They advo-
cate for symptom-level research, recognizing the transdiagnostic nature
of most symptoms. Nassir Ghaemi, an influential supporter of RDoC,
emphasizes the need for challenging the field: “It’s uncomfortable for a
lot of people, but the field needs to be pushed—hard” (Ledford, 2013).

Given these challenges and the complexity of psychiatric diagnoses, we
must focus on two essential steps. First, we should avoid generalizing
diagnoses as if they are uniform, recognizing the substantial variation in
their reliability and validity. Second, we should emphasize another crite-
rion: usefulness. To assess the usefulness of diagnoses, it is crucial to
include the perspective of the often overlooked ‘missing person’ in the
diagnostic process—the patient (Phillips, 2010).

According to Perkins and colleagues’ excellent systematic review of
this under-researched area, the impact of a diagnosis depends on its
manner of delivery, patient interpretation, and its functional utility—
specifically, whether it helps validate suffering and facilitates access to
treatment (Perkins et al., 2018). A diagnosis that is effectively commu-
nicated can illuminate and empower, aiding patients in understanding
and managing their conditions. In contrast, a diagnosis perceived as
misaligned or impersonally delivered can exacerbate feelings of alienation
and despair. Diagnoses do not perform equally on these fronts, with
depression amongst the most positively received and personality disorders
the least. This discrepancy should not be simplistically attributed to illness
severity; Lived Experience Narratives suggest that a more fundamental
issue is at play: a different level of prejudice affecting patients’ capacity to
be taken seriously as experts on their own experience (e.g. ‘Recovery in
the Bin, 2019”). Epistemic injustice may be a useful conceptual tool to
understand and address these diagnostic disparities.
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4.2  EPISTEMIC INJUSTICE IN PSYCHIATRY

Miranda Fricker’s seminal work has introduced the concept of epistemic
injustice (Fricker, 2007). In contrast to other forms of injustice, which
may involve unequal distribution of physical resources such as food and
shelter, epistemic injustice concerns problems in the distribution of belief,
credibility, and meaning. This bifurcates into two main areas: testimonial
and hermenecutical injustice. Testimonial injustice occurs “when prejudice
causes a hearer to give a deflated level of credibility to a speaker’s word;”
hermeneutical injustice occurs “at a prior stage, when a gap in collec-
tive interpretive resources puts someone at an unfair disadvantage when
it comes to making sense of their social experiences” (Fricker, 2007). If
one party has a ‘credibility excess,” identity prejudice may give undue
weight to their contributions in an encounter. Conversely, another party
may suffer from a ‘credibility deficit” due to the identities they hold. Clin-
icians tend to have relative credibility excess in the psychiatric encounter,
though this varies depending on profession, seniority, age, and so on.

The power dynamics in conversations are fluid, much like the coordi-
nated movements of dancers. Through these interactions, speakers may
experience shifts in credibility influenced by factors such as testimo-
nial inflation and deflation, causing their credibility to either increase or
decrease from moment to moment. These shifts extend beyond epistemic
credibility and the explicit content of the conversation. Non-verbal cues,
like eye contact, gestures, and the rhythm of speech, play a pivotal role.
They involve how speech is integrated into the dialogue, such as how hesi-
tations are treated—whether acknowledged respectfully or overlooked.
Each of these elements adds a layer to the intricate dance of conversation
(e.g. Schore, 2003).

When there is an extreme power imbalance or if a negative pattern has
repeated often enough in a person’s life, two additional forms of testi-
monial injustice, as identified by Kristie Dotson (2011), may emerge.
Testimonial smothering occurs when individuals feel compelled to self-
censor because their audience may not be receptive or supportive of
their viewpoint. Testimonial quieting, on the other hand, involves the
unfair diminishing of a speaker’s credibility, often due to biases like
racism, sexism, or other prejudices, which leads to their contributions
being undervalued or ignored. These recurring patterns not only impact
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what Houlders and colleagues (2021) identify as ‘epistemic agency’—
a person’s ability to competently and authoritatively produce and share
knowledge—but also mould our very sense of self.

Our self-perception is often shaped by a subtle, internalized chorus
of judgements. This phenomenon is vividly apparent in experiences like
voice-hearing and is mirrored in theatrical traditions such as the Greek
chorus. Our sense of self is relational; we absorb and replay interactions
with others, particularly from early life, within our psyche’s internal drama
(Chen et al., 20006). These internalized interactions shape our engage-
ment with the world and lead us to expect treatment echoing our past
roles. Our ‘narrative self’ navigates the world using an autobiographical
narrative that is not rigid but loosely structured, providing us continuity
through time—past and future (Wortham, 2000). Selthood is seen as a
construct, constantly being rewritten and reshaped, both in response to
present experiences and past events. Memory, here, is more malleable and
subject to the hues of our current mood than we like to think (Schore,
2003).

Epistemic justice has become an increasingly recognized framework
for understanding the complex power dynamics at play in psychiatry,
both generally (e.g. Crichton et al., 2017; Kidd et al., 2023; Scrutton,
2017) and in relation to specific diagnoses (e.g. Borderline Personality
Disorder—Watts, 2017; Depression—]Jackson, 2017; OCD—Spencer &
Carel, 2021). In this analysis, I will apply four themes derived from
this literature—objectification (Sakakibara, 2023), moral agency (Houl-
ders et al., 2021; Kyratsous & Sanati, 2017), trivialization (Spencer &
Carel, 2021), and narrative agency (Bertilsdotter Rosqvist et al., 2023)—
to illustrate the challenges faced by patients diagnosed with depression
and BPD. Objectification occurs when patients are seen more as subjects
of their diagnosis rather than as individuals. Moral agency pertains to
the capacity of patients to make ethical decisions and be responsible for
their actions. Depathologization seeks to reframe mental health condi-
tions, not as pathological disorders, but as responses to life experiences
or socio-cultural factors. However, this can lead to trivialization, where
the severity or significance of a mental health condition is minimized or
dismissed. Narrative agency is the person’s ability to construct their expe-
riences into a coherent story, shaping their own narrative. In psychiatric
settings, this ability is often challenged, as patient narratives may not align
with societal or clinical expectations.
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Utilizing these four factors as our guide, let’s shift our focus to the
clinic and investigate how they may function when dealing with depres-
sion, one of the most practically beneficial diagnoses, and BPD, which is
perhaps the least so.

4.3 Two VIGNETTES
4.3.1  John

John, a 32-year-old civil servant, sat numbly across from his GP, his mind
as blank as the whitewashed walls of the office. His anguish wasn’t just
a recent affliction; it had roots stretching back to his youth, back to the
days when John’s father’s stern gaze and biting words had etched a deep
sense of inadequacy into his soul and into his sense of manhood and
personhood.

‘Depression” was the diagnosis the GP had given John, a word that
echoed in his thoughts. It clashed violently with the image John held
of himself—a man who should be strong, in control, unyielding to
emotional tides. Depression was about feeling sad, wasn’t it? John didn’t
weep or wail; he just felt... empty, a shell moving through life’s motions.

John’s girlfriend’s laughter, which once filled him with such joy, now
sounded like a foreign language. “It’s nothing to be ashamed of, we all
get sad sometimes,” she’d said, her words unintentionally diminishing the
gravity of his internal drought. If she got as sad as him, how could she
get up to go to the gym and laugh with her mates? How come he was
the one being accused of being ‘disconnected’—well until she’d seen that
advert from MIND about men’s mental health, that is.

Amidst these struggles, John’s best mate had oftered his own brand of
advice: “You just need a good night out with the boys,” he’d joked, a
comment that stung John more than it soothed. Yet, in this small, sterile
room, with the GP’s words floating in the air, something within John
shifted. The idea that this relentless void within him had a name, that it
wasn’t merely a personal failing or lack of willpower, that it was an illness,
was both terrifying and liberating. It was as if a faint light had flickered
in the distance, a beacon suggesting a path out of the fog. Maybe he
wasn’t fundamentally flawed. Maybe he could dial the counselling service
number his doctor had given to him. Maybe, just maybe, there was hope.
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4.3.2 Cara

Cara’s fingers trembled as she dialled the crisis line, her heart pounding
with a mix of dread and faint hope. Her past—the yelling, the hurtful
words, the feeling of being unwanted and unloved—washed over her like
waves. She clutched the phone tighter, a lifeline in a sea of turmoil. As
she waited for a response, flashes of her past overwhelmed her, making
her heart race. When Sammi, the crisis worker, answered, his voice held a
note of strained patience, as if he was bracing for yet another routine call.

Cara tried to speak, her words stumbling out in a rush. “I just... I saw
this scene on TV, and it’s like it’s happening to me, all over again,” her
voice cracked, the rawness of her emotions laid bare.

Through the phone, she sensed Sammi’s disinterest, his responses
mechanical and distant. Each word from him felt like a dismissal, rein-
forcing her deepest fears—that she was just a case number, her pain merely
another item on someone’s checklist.

“It’s not just a bad day, it’s like I’m living in that moment again... with
my stepdad,” Cara stammered.

Sammi interrupted with a clinical tone. “Have you tried using your
DBT skills, Cara? Maybe a bath to distract yourself?”

Cara’s voice rose, tinged with frustration and desperation. “It’s not
about skills or baths! It’s about feeling heard... safe.”

There was a pause on the line, then Sammi’s voice returned, flat and
procedural. “Cara, are you having thoughts of harming yourself right
now:”

The question, blunt and devoid of empathy, stung her. Cara wanted to
scream, to make him understand, but instead, her voice broke. “I don’t...
I don’t know.” And then with more force, “I’ve got some pills and I...”

Sammi’s reply was swift, almost dismissive. “Well, you wouldn’t be
calling us if you really wanted to kill yourself, now, would you?”

Cara’s journey through the foster care system, which began at age 14,
had been a labyrinth of misunderstandings and dismissals. She had been
shuffled from one home to another, each move chipping away at her sense
of self-worth. Cara’s stepdad’s manipulations to hide what he called ‘their
secret” had woven a narrative of her being ‘dramatic,’ ‘attention-seeking,’
and ‘a problem child.” This label stuck, colouring every interaction, even
with her mum who chose the path of denial over facing the painful truth.

The dial tone echoed in Cara’s ears long after the call had ended. A
mixture of rage and despair swirled within her. “I’ll show them,” she
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thought bitterly. She’d overdose then they’d get in trouble! But then
Cara’s anger quickly turned inward. “Perhaps they are right, I am manipu-
lative,” the familiar, scathing narrative whispered in her mind, reinforcing
the hurtful labels she’d fought against, making the pills inviting in a
different way.

4.4 COMPARATIVE ANALYSIS

At first glance, John and Cara’s experiences may seem like examples of
good versus poor care. However, Cara’s experiences are far more routine
than we might hope (Beale, 2022; Langley & Price, 2022) and are reflec-
tive of what the literature tells us patients are more likely to receive due
to their diagnosis (Lomani et al., 2022; Recovery in the Bin, 2019). To
understand why, it’s worth familiarizing ourselves with some facts about
depression and BPD.

Depression is a mental health disorder characterized by persistent
sadness, loss of interest, and symptoms like sleep issues and fatigue (World
Health Organization, 2022). Its severity can range from mild to severe.
Often called the ‘common cold’ of mental illness, depression’s widespread
impact is sometimes misinterpreted, leading to stereotypical images. One
such stereotype is the depiction of depression as a sad, crying woman,
which, whilst aligning with the higher diagnosis rate in women, can
discourage men from seeking help and contribute to a gender gap in
suicide rates (Oliffe et al., 2019). In recent years, several successful anti-
stigma campaigns have focused on depression, often under the banner
of situating mental health as ‘just like any other illness’ (Henderson &
Thornicroft, 2009). Treatments have been rolled out to a wider range
of the public. The British Psychological Society’s (2020) recent report on
‘Understanding Depression,” misjudged the public mood, stirring contro-
versy by highlighting the psychological and socio-cultural dimensions
of depression and describing it as ‘a common human experience.” This
perspective drew a backlash for appearing to minimize the severity of
the condition, as highlighted by one individual’s response: ‘I’ve been in
intensive care and sectioned... But according to this report, I’'m not ill...
just experiencing something common” (Lucy’s Depression Diary, 2020).
Depression has relatively good construct validity for a psychiatric diag-
nosis (World Health Organization, 2022). The same cannot be said for
BPD.
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BPD is conceptualized as a mental health condition characterized by
mood instability, impulsive behaviour, and challenging interpersonal rela-
tionships. As one of the most debated diagnoses in psychiatry, BPD is
notorious for its high heterogeneity and levels of comorbidity (Hawkins
et al., 2014), leading to it being seen as a ‘dustbin diagnosis.” (Lomani
et al., 2022) This label is often used for patients who do not fit neatly
into traditional diagnostic categories or who may be unfavourably viewed
by clinicians (e.g. Lomani et al., 2022). Patients with BPD are often
perceived by healthcare professionals to be ‘attention-seeking,” ‘manipu-
lative,” and ‘overemotional’ (e.g. Baker & Beazley, 2022) a view that can
colour clinical interactions and potentially influence treatment outcomes
(Lam et al., 2016).

Three out of four patients diagnosed with BPD are women, and
70% of all patients have experienced complex trauma, including sexual,
emotional, and physical abuse (Vermetten & Spiegel, 2014). For many
patients, being labelled with BPD is retraumatizing, no more than a
‘sophisticated insult’ that adds ‘insult to injury’ (Lomani et al., 2022).
In response to these concerns, Complex Post-Traumatic Stress Disorder
(CPTSD) was proposed as a more appropriate diagnosis to provide a
more affirmative and less stigmatizing label for individuals predominantly
affected by trauma (Herman, 2015). However, CPTSD, newly minted in
the latest diagnostic manual, has stringent inclusion criteria that excludes
as many trauma survivors as it includes (Watts, 2019). It is increas-
ingly recognized that BPD’s broad diagnostic criteria masks multiple
underlying conditions, including undiagnosed autism (Watts, 2023a),
contraindicating a one-size-fits-all solution.

BPD has been on the brink of removal from psychiatric nosology
since its introduction in 1980 and was scheduled to be removed from
the latest recent iteration of ICD until a last-minute U-turn fuelled by
political lobbying (Mulder & Tyrer, 2023). Currently, it is awkwardly
retained as a ‘trait qualifier’ in the new system categorizing personality
disorders as mild, moderate, and severe. This retention, however, statisti-
cally collapses the new model, eftectively satistying no one (Watts, 2019).
A 2018 Personality Disorder Consensus Statement by leading UK patient
and professional organizations recognized some diversity in opinion about
the label amongst patients but called for its removal given the potential
iatrogenic harm (Lamb et al., 2018). Unlike ‘Understanding Depression,’
the Personality Disorder Consensus statement received little backlash.
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The framing of BPD and depression profoundly influences the clin-
ical encounters of individuals like John, Cara, and Sammi. By exploring
four facets of epistemic injustice, we can better conceptualize the various
obstacles they face.

4.4.1  Objectification

John’s agony has not been recognized as depression because of a highly
gendered stereotype of what it looks like—sadness, crying—that he, his
girlfriend, and best mate share. John’s emptiness and alienation have gone
unregistered, his internal dramaturgy replicating his dad’s ‘biting words’
against him, calling him weak and lacking in willpower. The medical diag-
nosis of John’s condition provides a new lens, helping him to disengage
his suffering from personal shortcomings. If he accepts counselling, his
sense of agency may well increase. Therapy for depression is expansive,
as it unpicks and narratively thickens the underlying issues, encouraging
subjectification by allowing him to become an active participant in his
own story.

Cara faces stark objectification, often being treated as ‘a borderline’
rather than as a person. Influenced by limited training and a pervasive
‘backstage borderline talk’ culture (Watts, 2023b), healthcare providers
like Sammi tend to perceive individuals with BPD as ‘manipulative’ or
‘attention-seeking.” This perpetuates a stigma, neither acknowledging
them as truly unwell nor fully mentally ill. Misogynistic biases further
fuel these views, depicting women with BPD as ‘inconsistent’ and ‘over-
dramatic.” Whilst Sammi’s approach may have once been more empathic,
he is likely to have been encouraged to adopt a more distant, managerial
style for fear that Cara is ‘splitting’ the team. Such notions create a ‘PD
shield’ that impedes genuine connection, reinforcing in Cara a sense that
her emotions are excessive and unbearable (Watts, 2023b). The treatment
alluded to, Dialectical Behaviour Therapy (DBT), is useful for some, but
is constrictive rather than expansive, as treatment goals, such as reducing
hospitalization days and self-harm, are predetermined by the state rather
than tailored to her individual needs (Linehan, 1993).

The notion of BPD patients as having an ‘unstable sense-of-self” exacer-
bates power imbalances in the clinician—patient relationship. Assumptions
about Cara’s fluctuating moods devalue her current feelings and thoughts.
This overlooks the commonality of self-state shifts, especially in those who
have experienced trauma or are neurodivergent (Watts, 2023b). Careful
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processing of trauma may allow for the differentiation between ‘past” and
‘present’ experiences, and subsequently to fewer extreme reactions (e.g.
Herman, 2015). Testimonial deflation hinders Cara from processing and
integrating her trauma, leading to an increased likelihood of dissociation,
consolidating the idea of her as unstable rather than desperate.

4.4.2  Moral Agency

John’s depression, when understood medically, is detached from moral
judgement. This framing positions his condition as an illness rather than
a personal failing. Consequently, he is not perceived as morally culpable
for his symptoms. Medicalization allows him to shift his perspective from
viewing his issues as inherent flaws to recognizing them as challenges he
faces. In contrast, Cara’s experience with BPD is laden with moral judge-
ment, as her challenges are perceived as inherent to her personality rather
than as symptoms of a condition. This is especially problematic given that
85% of BPD patients experience recovery over a ten-year period with even
the ICD Chair stating problems have little if anything to do with person-
ality (Mulder & Tyrer, 2023). Ascription to personality places Cara in a
troubling double bind: she is perceived as both childlike, lacking under-
standing of her needs due to her shifting self-states, and overly responsible
for the outcomes of her actions. This dichotomy propels Cara into a
‘witch’s dilemma’ regarding her suicidal intentions, where her sincerity
is only likely to be accepted if she dies, despite the commonality of
ambivalence in suicidal ideation.

Such paradoxes lead to dramatic fluctuations in Cara’s emotional state,
swinging from hyperadrenalization, where she strives to be heard ener-
getically, to hypoarousal, marked by stuttering and resignation. Cara’s
‘mental capacity’—whether she is mentally capable of making decisions
in her best interests—is presumed, though her suicidal ideation is not
properly assessed. This presumption of capacity in BPD is notoriously
dangerous, with suicide attempts written off as ‘impulsive’ and patients
often receiving poor care in emergency rooms and crisis teams (Beale,
2022).

4.4.3  Trivialization

In John’s case, societal responses to his depression, such as his friend’s
suggestion, “You just need a good night out with the boys,” and his
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girlfriend’s comment, “We all get sad sometimes,” reflect a tendency to
trivialize mental health issues. These interactions, aiming to normalize his
symptoms, risk undermining the seriousness of his condition.

Cara’s experience with BPD presents a contrasting dynamic. In clinical
settings, her intense emotional displays and complex trauma responses are
often seen as ‘too much’ for social acceptance, yet paradoxically, they are
deemed ‘too little’ to warrant serious medical intervention. Comments
from healthcare professionals that downplay her suicidality not only treat
her emotional experiences as performative and functional but also feed
into this cycle of trivialization. This perpetuates the narrative of her being
simultaneously overwhelming in her needs yet not sufficiently ill to neces-
sitate earnest medical attention, a cruel juxtaposition shaped by both
born the enforced secrecy of her stepdad’s abuse and society’s inability
to adequately categorize her pain.

4.4.4  Navrative Agency

The diagnosis of depression serves as a catalyst for John, enabling him to
reconstruct his self-narrative. This framework allows him to cultivate rela-
tionships with himself that are nurturing and empathetic, a stark contrast
to the internalized harshness and criticism inherited from his father’s
presence. This shift is significant as depression often embeds deep-seated
beliefs of worthlessness and failure within an individual’s psyche (Beck &
Alford, 2009). As his diagnosis is a powerful, epistemically bolstered tool
given to him by someone with relative epistemic credibility—a doctor—
we might expect it to be picked up by his girlfriend, who might use it to
rescue John from defeatist feelings about not waking up gym ready until,
we hope, John is better.

Cara’s narrative agency is drastically constrained by the objectification
she experiences. Her attempts to mobilize what has been triggered by
the TV program are repeatedly shut down, which is damaging because
trauma can demand to be placed in autobiographical narrative so it can
be time-stamped as past, enabling body and mind to feel safer in the
present (Herman, 2015). The testimonial smothering and quieting not
only remove that possibility from Cara but also limit treatment possi-
bilities as she is placed in a diagnostic group where ‘not all’ patients
have experienced trauma, meaning that it is decentred in practice (e.g.
Linehan, 1993). This leaves Cara trapped in a discourse that reinforces a
problem-saturated narrative (White & Epston, 1990) first introduced by
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her stepdad to ensure that his abuse of her was silenced. The repetition
of the idea of her as ‘attention-seeking’ and ‘manipulative’ reinforces his
script that she is the ‘problem child’ such that even though she tries to
produce different relationships, she too comes to see herself as potentially
at fault (“’Perhaps they are right, I am manipulative™).

The issue here is deeply rooted in a misunderstanding of how powerful
ideology and language are in shaping one’s reality. In Cara’s case, since
the language surrounding her shapes her sense of self-worth, how can
she see herself as deserving? This cycle rewrites her past and shapes her
future, stripping her of the power to articulate her own story and leaving
her struggling for words. She is trapped in a loop, influencing her identity
and life choices.

The analysis of John and Cara’s vignettes highlights significant differ-
ences in how mental health conditions are perceived and treated. Both
are subject to hermeneutic injustice in that both are given relatively
simple ideas of what is wrong—but the functional effects of this are
very different. Whilst John’s experience with depression allows for some
degree of narrative control, acknowledgement, and absence of moral
judgement, Cara’s experience with BPD is riddled with objectification,
moral judgement, trivialization, and constraints on her narrative agency.
No diagnosis should shape the extent to which a person’s rights are
honoured or diminished.

4.5 TowWARDS A MORE
EQUITABLE PSYCHIATRIC PRACTICE

John and Cara’s experiences demonstrate the epistemic possibilities and
obstacles that different diagnoses can produce. Are these experiences
universal? Of course not. However, they reflect common enough patterns
associated with specific diagnoses to serve as a launching pad for broader
thinking about the diagnostic system and the questions we might ask of
our diagnoses.

Diagnoses are not merely clinical labels; they are complex constructs
imbued with biases, stereotypes, and preconceived notions. These
elements subtly influence both patients and providers, impacting patients’
roles as knowers or contributors of knowledge. John and Cara’s expe-
riences highlight how psychiatric labels can lead to testimonial deflation
or contribute to hermeneutic injustice, hindering meaningful engagement
with patients’ experiences. Whilst diagnoses can facilitate the articulation
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and recognition of pain, they can also dangerously delegitimize pain and
perceived worthiness.

Decoupling diagnostic concepts from discourses that perpetuate prej-
udice is essential. This shift legitimizes patients’ abilities to articulate
their suffering and its origins and challenges the foundations on which
psychiatric nosology is judged. Concerns about reliability and validity in
psychiatry should not be seen merely as shortcomings but as opportuni-
ties to emphasize a third criterion—diagnoses’ utility. Epistemic justice is
a core component of this usefulness.

Through a more equitable psychiatric practice, we can better address
not only specific cases, such as those of Cara and John, but also engage
with broader questions of existing and potential diagnoses, including;:

e Objectification: Does the diagnosis respect patient individuality, or
does it contribute to stereotyping and dehumanization? How might
it reinforce or challenge societal stereotypes?

e Moral Agency: How does this diagnosis affect perceptions of a
patient’s responsibility for their condition? Does it empower them
in their treatment and recovery decisions?

e Trivialization: Does the diagnosis recognize and validate the seri-
ousness of the patient’s symptoms and experiences? Is there a risk
of their concerns being dismissed, especially by healthcare profes-
sionals?

e Narrative Agency: Does this diagnosis enable or restrict a patient’s
ability to shape and express their own life story? How does it
influence their ability to communicate individual experiences?

These questions must be considered within the broader context of
historical biases and entrenched prejudices that shape our perceptions.
The association of BPD with notions of hysteria and the weight of
misogynistic prejudice makes it doubly unacceptable as a diagnosis due
to its lack of reliability and validity, and the hefty weight of preju-
dice. These factors have led to scandalous treatment in psychiatry and
frequently appear in public health scandals (e.g. Cumberlege, 2020).
Despite decades of efforts to destigmatize BPD, these ingrained prej-
udices have made it nearly impossible (National Institute for Mental
Health, 2003). Suggesting that someone can simply choose not to use a
diagnosis is not viable and violates what we might call ‘diagnostic rights,’
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including access to social support and treatment. Affirmative diagnostic
alternatives must, therefore, be available (Watts, 2019).

Epistemic transformation can only occur within a wider tapestry that
encourages an cthic of listening.

Steps to Foster Epistemic Collaboration:

e Co-authorship and Patient Advocacy: Involve patients in devel-
oping diagnostic descriptions and ensure that patient advocacy
groups review and endorse these descriptions, supporting diverse
experiences and addressing limitations of traditional scientific stan-
dards (e.g. Bueter, 2019).

e Training in Diagnostic Communication: Train clinicians not just
in making diagnoses but in discussing them with patients. Integrate
principles of shared decision-making (Hamann et al., 2003) and
respect for patients’ desire to know their diagnosis earlier (Perkins
et al., 2018), allowing space for alternative formulations such as
psychosocial, neurodivergent, or spiritual explanations.

e Embracing Psychiatry’s Unique Role: Embrace the unique inter-
section of art, science, and humanities in psychiatry rather than
defend against it. Use symptom-based approaches like the Hierar-
chical Taxonomy of Psychopathology (Kotov et al., 2017) to inform
training, steering towards ‘relational psychiatry’ (Guimén, 2004)
that balances humility and confidence in co-creating better practices.

e Diagnostic Nuance at the Network Level: Adopt systems
approaches like ‘Open Dialogue’ (Olson et al., 2014 ), emphasizing
uncertainty tolerance and multiple perspectives, allowing patients
to construct their narratives. Ensure that principles of epistemic
justice guide the ongoing development and revision of psychiatric
classification systems like the ICD and DSM.

Though these changes may appear substantial, they reflect a shift from
‘doing to’ to ‘being with,” consistent with horizontalizing power rela-
tions and viewing speech and meaning as collaborative enterprises. Such
approaches can not only help reduce burnout in providers (e.g. Beale,
2022) but are also more consistent with the emerging evidence base
on the complexities of mental health. Lived Experience Practitioners,
nearly always experts by experience in power asymmetries, are well-
placed to educate practitioners on what epistemic injustice looks like in
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practice. Texts and videos of real-world consultations can illustrate how
what is speakable, hearable, and knowable is co-constructed in dialogue.
This training should be comprehensive, covering a range of scenarios—
from instances where a patient’s narrative is overlooked or pigeonholed
into a pre-existing diagnostic category to moments where broader social
biases related to race, class, gender, and disability intersect with clinical
judgement.

By applying principles of epistemic justice, we can transform the devel-
opment and revision of major psychiatric classification systems, such as
the ICD and DSM, from mere categorization tools into instruments of
empowerment. Incorporating objectification, moral agency, trivialization,
and narrative agency as navigational tools helps us prioritize a crucial third
criterion for diagnoses in addition to reliability and validity: their real-
world usefulness. John and Cara’s contrasting experiences with depression
and BPD underscore the need for these principles. Embracing epistemic
justice not only helps us navigate the divisive and damaging diagnostic
wars but also centres our focus on the narratives that matter most: those
of patients in pain. By doing so, we can move towards a psychiatric
practice that honours and uplifts the voices of those it seeks to serve,
ultimately creating a more humane and just mental healthcare system.
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CHAPTER 5

Resisting Perceptions of Patient
Untrustworthiness

Eleanor Palafox-Harris

Abstract A beneficial therapeutic relationship between a patient and their
clinician requires mutual trust. In order to effectively treat someone, a
clinician has to trust the patient’s reports of their symptoms, relevant
experiences, medical history, and so on. Many psychiatric symptoms do
not have physical markers that can be verified by clinical testing, and thus
psychiatrists have to accept more on trust than clinicians treating somatic
illnesses. However, many psychiatric diagnoses are stereotypically asso-
ciated with traits that indicate umtrustworthiness (such as irrationality).
In this chapter, I illustrate how psychiatric labels can signal stereotypes
of untrustworthiness, and how this can have repercussions in clinical
contexts. In particular, I show how perceptions of untrustworthiness
cause epistemic injustices by unfairly reducing the perceived epistemic
credibility of patients with psychiatric conditions.
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5.1 TrusTt IN CLINICAL ENCOUNTERS

Clinical interactions between patients and practitioners require #rust.!
The importance of a patient’s trust in their practitioner is plain: the patient
has to trust in their clinician’s medical expertise, trust their diagnosis
and suggested treatment, trust that the clinician has the best interests
of the patient at heart, and so on. Numerous studies have explored the
importance of patients’ trust in their clinicians (for example Hall et al.,
2001). However, the clinician’s trust in their patients is less researched,
but also important. For example, Simone Farrelly and Helen Lester
(2014) found that mutual trust is important for beneficial relationships
between people with psychotic disorders and their clinicians. Rachel Grob
and colleagues (2019) suggest that trusting patients carries a number
of benefits, including improving diagnosis, improving the doctor-patient
relationship, and encouraging mutual trust (as patients are more likely to
reciprocate trust in their practitioner if their practitioner has demonstrated
their trust in the patient). Furthermore, Wendy Rogers (2002) suggests
that a clinician’s trust in a patient supports the patient’s exercise of
autonomy and encourages cooperation between patient and practitioner.

As well as these positive reasons for trusting patients, there are also
reasons to avoid distrusting patients. Rogers argues that when a clinician
wrongly distrusts their patient, the patient is harmed by being disems-
powered (2002: 78). In medical contexts, power dynamics are already
asymmetric, as the clinician’s presumed expertise and experience gives
them ‘epistemic privilege’ over their patients (Carel & Kidd, 2014).
Rogers emphasises that disempowering patients by distrusting them
further ‘shifts’ the unequal power dynamic in favour of the clinician,
disadvantaging the patient further (Rogers, 2002: 78). This disempow-
erment means that ‘lack of trust is an unfair burden added to existing
burdens of ill health, creating hostility and inhibiting good clinical care’
(2002: 80). Consequently, Rogers argues that doctors have a moral duty
to trust patients. Some important qualifications should be noted here:
there are cases where distrust is warranted, and indeed, there are cases

L Of course, one can draw distinctions between kinds of trust, such as three-place, two-
place, and one-place trust. We can also distinguish between thin trust (mere reliance) and
thicker accounts of trust. Discussing all of these distinctions and the way they relate to
psychiatric healthcare is beyond the scope of this chapter, however, the interested reader
could see e.g. Ratcliffe et al. (2014) for a phenomenological study of one-place trust and
trauma.
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where trust might actually be harmful if' distrust is appropriate. For
example, Rogers suggests that trusting an untrustworthy patient might
lead to exploitation of medical resources (2002: 79). Nevertheless, Rogers
argues that it is ‘morally desirable’ for doctors to aspire to trust and to
adopt a ‘trusting attitude’ towards patients (2002: 79).

Given the role trust in patients plays in clinical encounters, particularly
in psychiatric encounters, we need to consider what makes a patient ¢rust-
worthy, and whether clinicians’ perceptions of patient trustworthiness are
biased in psychiatric contexts.

The literature on trustworthiness generally stipulates that a person is
trustworthy if they meet both an epistemic and a moral criterion. Typi-
cally, the epistemic criterion for trustworthiness is labelled competence (for
example, Hawley, 2019; Hills, 2023; Jones, 2012). That competence is
necessary to be deemed trustworthy seems intuitive: I cannot trust what
someone is telling me if I do not think they are competent to know
what they are talking about. However, how to label the moral crite-
rion for trustworthiness is more contested. Some scholars suggest that
trustworthiness is a moral virtue (e.g. Hills, 2023; Potter, 2002), whilst
others argue against a virtue theory of trustworthiness (e.g. Hawley,
2019; Jones, 2012). Nonetheless, even those who do not conceptualise
trustworthiness as a moral virtue can accept a moral condition on trust-
worthiness. Candidates for the moral criterion include good intentions
(Hawley, 2019), sincerity (Fricker, 2007), goodwill (Jones, 1996), and
benevolence (Sperber et al., 2010). For this chapter, I will use benevo-
lence to pick out the moral condition for trustworthiness, as benevolence
is a broad notion which captures various moral goods, such as moral
action (acting benevolently), moral character (being benevolent), and
moral intentions (benevolent motivations). However, 1 take what follows
in this chapter to be consistent with any of the proposed moral conditions
listed above with some minor adjustment.

There is empirical support for the claim that trustworthiness has an
epistemic and moral dimension. The evidence suggests that even children
use the perceived competence and benevolence of an informant when
making decisions about trustworthiness. For example, Olivier Mascaro
and Dan Sperber (2009) found that children as young as three years old
prefer the testimony of benevolent informants to malevolent informants.
Shiri Einav and Elizabeth Robinson (2011) found that when children
reach around four years of age, they discriminate between knowledgeable
(competent) informants and merely accurate informants.



88  E. PALAFOX-HARRIS

The moral and epistemic criteria for trustworthiness might not always
(or indeed, often) be equally important for calculations of an individual’s
trustworthiness. That is, it is highly plausible that the perceived compe-
tence of a speaker might be more important than their perceived benev-
olence in certain situations, and vice versa. For example, Tiffany Barnett
White (2005: 147) investigated consumer trust in high-stakes financial
decision-making, and found that when decisions are not emotionally diffi-
cult, the competence of an informant matters more. However, when the
decisions are emotionally difficult, consumers favour benevolent (but still
sufficiently competent) informants. In other words, although competence
and benevolence are both mecessary for trust, the moral and epistemic
dimensions need not be equally weighted. Nevertheless, a trustworthy
speaker must be sufficiently competent and benevolent. A trustworthy
speaker merits trust. In contrast, an untrustworthy speaker is someone
who fails to meet these conditions: someone who is insufficiently compe-
tent and/or benevolent.? An untrustworthy speaker merits distrust.
Therefore, we can summarise the conditions for trustworthiness (and
untrustworthiness) as follows:

For any speaker, S:

S merits trust if and only if § is trustworthy.

§ is trustworthy if and only if § is sufficiently competent and sufficiently
benevolent.

If S is untrustworthy, then S merits distrust.

S is untrustworthy if> § is insufficiently competent and /or insufficiently
benevolent.

2 There is some middle ground between trustworthiness and untrustworthiness.
Someone might fail to be trustworthy because we lack the information to decide how
competent or benevolent they are. Additionally, Katherine Hawley points out that there
are some subjects who are neither trustworthy nor untrustworthy because neither is a
‘suitable category’ for them, such as babies (Hawley, 2019: 78-79). However, for this
chapter, we can set aside cases where someone does not meet the conditions for trustwor-
thiness due to either lack of information or the unsuitability of trustworthiness categories.
As I will show, people with psychiatric labels are perceived as failing to be trustworthy
because of the presence of information (stereotypes) that indicates untrustworthiness.

3 Careful readers will notice that the biconditional has been dropped here. This is to
account for other factors that might make someone untrustworthy, such as a reputation
of being really unreliable.
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Throughout the chapter, I talk in terms of distrust rather than mistrust.
This is because in ordinary language the two terms are often used inter-
changeably, and I follow Katherine Hawley in thinking that the distinction
between them is not ‘philosophically load-bearing’ (Hawley, 2019: 6).

With this work on (a) the importance of trust in the clinical encounter,
and (b) the moral and epistemic conditions for trustworthiness in the
background, we can return to the topic of distrusting patients with
psychiatric diagnoses.

5.2 PsycHIATRIC LLABELS
AND STEREOTYPES OF UNTRUSTWORTHINESS

In healthcare contexts, diagnostic labelling allows healthcare professionals
to classify patients. These diagnostic labels carry a number of benefits.
For example, for clinicians and researchers, diagnostic labels efficiently
summarise a lot of information about a condition, such as symptoms,
courses of treatment, and potential prognosis (Garand et al., 2009).
Moreover, for patients, diagnostic labelling may facilitate help-secking
behaviour (Yap et al., 2014), and enable people with diagnostic labels
to access certain resources, both within healthcare contexts (such as medi-
cations and treatment programmes, counselling, and so on) and in other
social contexts (such as financial aid, support groups, adjustments in the
workplace and assistance resources such as mobility aids, care workers,
and so on).

Nevertheless, diagnostic labels also ‘serve as cues to signal stereo-
types’ (Garand et al., 2009: 113). As diagnostic labelling allows clinicians
to assume that patients are ‘generally homogeneous in the underlying
nature of the illness’ (2009: 113), labelling also facilitates generalisations
between people who share the same condition by increasing percep-
tions of their groupness and homogeneity (Ben-Zeev et al., 2010: 321).
This facilitates stereotyping. For this chapter, I use Katherine Puddifoot’s
definitions of stereotypes and stereotyping, according to which:

Stereotype: a social attitude that associates members of some social group
more strongly than others with certain trait(s).

Stereotyping: the application of a social attitude that associates members
of some social group more strongly than others with certain traits to an
individual or individuals who are perceived as a member of the relevant
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social group, leading that individual or those individuals to be associated
with the trait. (Puddifoot, 2021: 13)

In line with Bruce Link and Jo Phelan’s (2001) stigma model, diag-
nostic labels plausibly facilitate stereotyping by picking out a difference
(an illness) which is associated with a ‘set of undesirable characteristics’
(a stereotype). Mental illness is heavily stigmatised, and thus psychiatric
labels can signal a number of negative stereotypes (Crichton et al., 2017).
Numerous studies investigate the negative effects of psychiatric labels on
how people are perceived by others (see for example Magliano et al.,
2017) or themselves (e.g. Corrigan et al., 2015). Indeed, the stigma of
psychiatric labels is so powerful that some people might avoid seeking
mental health care in order to avoid being given a psychiatric label and
the stigmatising effects of labelling (Corrigan & Wassel, 2008). For such
people, lack of care might mean that their psychiatric condition worsens,
and their cognitive and social functioning deteriorates so that they increas-
ingly come to resemble negative stereotypes (a ‘self-fulfilling prophecy’,
as in Kidd & Carel, 2017).

In what follows, I will suggest that the content of many stereotypes
about psychiatric diagnoses is in conflict with the criteria for trustworthi-
ness—competence and benevolence—and thus, people with psychiatric
labels will struggle to be perceived as meeting the conditions for a trust-
worthy speaker. I will present two examples of stereotypes relating to
particular psychiatric labels (clinical delusion and suicidality), which are
in tension with the moral or epistemic conditions for trustworthiness.
Although both suicidality and delusion can be symptoms of various psychi-
atric disorders, and not necessarily disorders themselves,* I refer to them
as psychiatvic labels because they are socially salient. By this, I mean
that both delusion and suicidality are very well-known (if rarely well-
understood) symptoms of mental illness, and therefore act as indicators
of the presence of mental illness.

Let us take swicidality as our first example of a psychiatric label
with specific stereotypes that signal untrustworthiness. Suicidality is an
umbrella term which encompasses suicidal bebaviours, suicidal ideation,

4 Delusion can be constitutive of a psychiatric disorder (namely, Delusional Disorder),
and it has been proposed that the DSM includes Suicidal Behaviour Disorder as a psychi-
atric disorder in its own right (see e.g. Fehling & Selby, 2021). Nevertheless, delusion and
suicidality often occur as symptoms of other disorders, rather than as disorders themselves.
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and suicide, as well as their sub-concepts (Keefner & Stenvig, 2020:
228). Suicidality is primarily associated with depression and borderline
personality disorder but is also a symptom of other psychiatric diag-
noses. Research has suggested that although suicidality shares some of
the same stereotypes as other mental disorders such as depression, suici-
dality is also subject to specific stereotype content (Sheehan et al., 2017).
Nathalie Oexle and colleagues (2019) suggest that suicidality is stereo-
typed as ‘selfish, attention seeking and immoral’ (Oexle et al., 2019: 382,
emphasis added). These stereotypical traits straightforwardly conflict with
the attribute of benevolence, as selfishness, immorality, and so on are clearly
not markers of a benevolent informant.

Being stereotyped in this way can negatively affect the attribution of
benevolence (and consequently, trustworthiness) in at least two ways.
Firstly, being labelled with suicidality pre-emptively classifies suicidal
patients in a way which precludes the ascription of benevolence, as self-
ishness and immorality are not compatible with benevolence. This can
occur even before an interaction with the patient (before the clinician
has formed a perception of them). Secondly, the stereotypes associated
with suicidality can deflate perceptions of the patient’s trustworthiness,
as suicidal patients who are stereotyped as selfish, attention-seeking, or
immoral would struggle to be perceived as meeting the moral condi-
tion for trustworthiness. As the moral criterion is jointly necessary with
competence for trustworthiness, the negative traits stereotypically ascribed
to suicidal people mean that people labelled with suicidality come out
as untrustworthy as a result. The negative relationship between suicide
and trust is also evident in Corrigan and colleagues’ (2017) factor
analyses of suicide stigma, in which participants reported feelings of
distrust and doubt towards people who attempt suicide. This lends empir-
ical support to my claim that the psychiatric label of suicidality signals
untrustworthiness.

Let us now turn to delusion as our second example of a psychiatric label
with stereotype content that signals untrustworthiness. A clinical delusion
is defined in the DSM as a ‘fixed belief that is not amenable to change in
light of conflicting evidence’ (DSM-5, 2013: 87). Clinical delusion can
be a symptom of several psychiatric conditions, such as schizophrenia,
dementia, and bipolar disorder. Abdi Sanati and Michalis Kyratsous argue
that people with delusions are frequently stereotyped as being ‘bizarre,
incomprehensible, and irrational’ (Sanati & Kyratsous, 2015: 484, source
emphasis). These traits are in tension with the attribute of competence,
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as bizarreness, irrationality and incomprehensibility are not indicators of
a competent informant (Palafox-Harris, 2024). Furthermore, Sanati and
Kyratsous argue that for people with delusions, irrationality is ‘held as
an attribute of the person’s general psychic life’ (Sanati & Kyratsous,
2015: 484). In other words, people with delusions are not stereotyped
as only locally irrational, where the irrationality is restricted to the delu-
sion belief(s), but rather globally irrational, where irrationality permeates
the overall cognition of people with delusions. In a similar way to the
label of suicidality, being labelled with delusion pre-emptively classifies
patients in a way which precludes the ascription of rationality (and there-
fore, trustworthiness). Moreover, the stereotypes associated with delusion
deflate perceptions of the patients’ trustworthiness, as people who are
stereotyped as irrational would struggle to be perceived as meeting the
epistemic condition for trustworthiness. The psychiatric label for delu-
sion therefore signals untrustworthiness, by triggering stereotypes which
conflict with competence.

In summary, we have seen that psychiatric labels are stigmatised and
cue negative stereotypes that affect people’s perceptions of the person
with the psychiatric label. We have also seen how specific stereotype
content associated with particular psychiatric labels can signal untrust-
worthiness by conflicting with either the moral or epistemic conditions
for trustworthy speakers. Given that untrustworthiness merits distrust, as
outlined in §1, the negative stereotyping facilitated by psychiatric labels
encourages people to distrust patients with psychiatric diagnoses.

5.3 DiSTRUST AND EPISTEMIC INJUSTICE

This distrust of people with psychiatric diagnoses has a number of clin-
ical implications. Mutual trust between a patient and their practitioner
is important for certain goods such as improving diagnosis (Grob et al.,
2019), hence distrusting patients threatens the attainment of these goods
by hindering the development of mutual trust. Moreover, distrust of
people with psychiatric diagnoses can create epistemic injustices. Epistemic
injustice, a notion first articulated by Miranda Fricker (2007), captures
instances when someone is harmed in their capacity as a knower (Fricker,
2007: 20). This section explores how distrust in patients prompted by
psychiatric labelling and stereotypes of untrustworthiness can contribute
to different kinds of epistemic injustice (testimonial and hermeneutical)
and suggests a few additional considerations related to the nature of
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distrust and epistemic credibility that complicate the epistemic struggle
of being distrusted.

José Medina argues that ‘epistemic injustices are rooted in (and
deepen) the erosion of trust and the perpetuation of dysfunctional
patterns of trust/distrust’ (2020: 57). Thus, the notions of trust and
distrust, and trustworthiness and untrustworthiness, are intertwined with
epistemic injustice (see also Fricker, 2007; Hawley, 2017). This is because
many epistemic injustices are intrinsically related to credibility, in partic-
ular, to unfair underestimations of credibility for marginalised groups
(often in contrast to overestimations of credibility for non-marginalised
groups [see Medina, 20111]). In paradigmatic cases of testimonial injus-
tice, on Fricker’s classic account, testimonial injustice occurs when
someone sustains an ‘identity-prejudicial credibility deficit’ (Fricker, 2007:
28). In other words, when a hearer attributes a speaker less credibility
than they deserve due to prejudice relating to an aspect of the speaker’s
social identity, and consequently distrusts their testimony. In Medina’s
terms, a credibility deficit amounts to ‘a very specific kind of trust dysfunc-
tion’ involving ‘misplaced, excessive or malfunctioning distrust’ (Medina,
2020: 53, source emphasis).

Following John Locke, Karen Jones (1993) argues that the two ‘foun-
dations’ of credibility are the zrustworthiness of the testifier and the
plausibility of their testimony in light of our background beliefs (Jones,
1993: 155). Perceiving a testifier to be untrustworthy thereby under-
mines their credibility. Fricker suggests that we employ stereotypes when
judging a speaker’s credibility: ‘stereotypes oil the wheels of testimonial
exchange’ (2007: 32) because stereotypes can act as heuristic aids which
bypass the cognitively costly process of accurately evaluating an individu-
al’s credibility in a certain context. Nevertheless, these stereotypes—whilst
cognitively cheap and therefore efficient means of assessing credibility—
also enable &ias. Fricker argues that prejudicial stereotypes distort the
credibility judgements we make by biasing our perceptions of a speaker
and causing credibility deficits (Fricker, 2007: 36). Therefore, we can see
the role of psychiatric labelling and negative stereotypes in bringing about
testimonial injustices:

1. A psychiatric label activates stereotypes that signal untrustworthiness
(e.g. irrationality, incompetence).

2. This causes the speaker to be perceived as untrustworthy; they
sustain a credibility deficit.
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3. Consequently, the speaker’s testimony is treated with suspicion or
distrust.

When the credibility deficit sustained by the speaker is ill-grounded,
for example, if it was caused by a biased perception of credibility based
on unfair stereotypes, then the speaker suffers a testimonial injustice
when their testimony is distrusted. Viewed as a trust dysfunction, the
patients in such cases experience unwarranted (hence excessive) distrust.
In this way, psychiatric labelling and stereotypes of untrustworthiness
generate testimonial injustices by prompting people (including clinicians
and other healthcare practitioners) to unfairly underestimate the epistemic
credibility of people with psychiatric diagnoses.

Distrusting patients with psychiatric diagnoses can also contribute
to hermenentical injustices. On Fricker’s classic account, hermeneutical
injustice occurs when ‘a gap in collective interpretive resources puts
someone at an unfair disadvantage when it comes to making sense of
their social experience’ (Fricker, 2007: 1). In other words, hermeneutical
injustices occur when someone’s ability to interpret or articulate an aspect
of their social experience is unjustly undermined, or when their capacity
to participate in meaning-making and meaning-sharing practices faces
‘unfair obstacles’ (Medina, 2020: 55). Medina suggests that hermencu-
tical injustices can be thought of as ‘dysfunctions of hermeneutical trust/
distrust’ (Medina, 2020: 55). This might take the form of dysfunctional
relations of trust and distrust between a hermeneutical community and
the communicators within it (a trust dysfunction at the collective level),
and/or it might involve dysfunctions that are maintained by the unjust
epistemic practices of individuals (a trust dysfunction at the interpersonal
level) (Medina, 2020: 56). I will now consider some of the ways in which
patients with psychiatric diagnoses might experience hermeneutical injus-
tice, and consider how we can interpret these as dysfunctions in patterns
of trust and distrust.

People with psychiatric diagnoses can experience hermeneutical injus-
tice as a result of epistemic asymmetries and power imbalances within
clinical contexts. Havi Carel and Ian James Kidd argue that healthcare
professionals typically experience epistemic privilege in healthcare settings
on the basis of their medical training and expertise (Carel & Kidd, 2014:
534-535). One important way that this epistemic privilege contributes
to hermeneutical injustice is through language. Clinicians are epistemi-
cally privileged in setting the authoritative language for medicine, such as
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the terms for symptoms, the standards of intelligibility, and diagnostic
labels (Carel & Kidd, 2014: 535-536). This means that the interpre-
tative resources available for patients to make sense of articulate and
their experiences of illness are typically those made by or for health-
care professionals, rather than by people with personal experience of the
illness. For some patients, these resources might not adequately capture
their experiences or could distort or occlude important aspects of them.
However, given the assumed authority of clinical terms and concepts,
describing ill-health in non-medicalised language risks not being taken
seriously in clinical contexts. In this way, Kristen Steslow argues that
‘[t]he patient loses her ability to speak with authority except to the
extent that her language conforms to the standard medical discourse’
(Steslow, 2010: 30). Steslow, who has experienced involuntary psychi-
atric detention, argues that making herself intelligible to the psychiatric
team required adopting their clinical language, and in so doing, ‘forsaking
the uniqueness of [her] own perspective, understanding, and expression’
(2010: 30).

To put this in terms of a hermeneutical trust/distrust dysfunction, in
clinical interaction, there is dysfunctional level of trust ascribed to medical
language and clinician expertise over and above the patient’s own inter-
pretative resources and personal experience. The hermeneutical resources
of the privileged group (in this case, clinicians and other healthcare profes-
sionals, and the medical institution as a whole) are considered more
trustworthy than the hermeneutical resources of patients. Distrusting
patients’ own language for expressing their experiences of ill-health—by
dismissing it as unintelligible, irrelevant, too emotional, or simply infe-
rior to clinical descriptors—bolsters the epistemic authority of medical
language and the epistemic privilege of clinicians.

Moreover, the process of psychiatric diagnosis can itself give rise to
hermeneutical injustices. Anastasia Scrutton argues that in a medical
interview, a patient’s experiences can be ‘forced into an existing mould’
(Scrutton, 2017: 348). In other words, the subjective experiences of
the patient are reduced into symptoms of rigid, pre-existing diagnostic
categories—ones designed not to advance the self-understanding of the
patient but to advance medical-epistemic goals. Scrutton suggests that
psychiatric diagnosis effectively monopolises how patient experiences are
interpreted, as ‘the ability to interpret the experience correctly is perceived
as lying with the physician’ (2017: 348), and this medical perspective is
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considered authoritative. This problematically excludes other interpreta-
tions of the patient’s experience, including the patient’s own personally
relevant interpretation. Of course, 7elevance is a complicated and context-
sensitive notion (see Hookway, 2010 for discussion). Nevertheless, for
psychiatric conditions, the patient’s own meaning-making often matters.
Psychiatric labelling therefore contributes to hermeneutical injustices by
forcing’ rich subjective experiences into fixed diagnostic criteria and
thereby overriding the non-medicalised interpretations of those expe-
riences which might be personally meaningful for the patient. The
dysfunction in hermeneutical trust/distrust at work here can be inter-
preted as a dysfunction in the levels of trust accorded to the clinical
interpretation compared to the personal interpretation, where one (the
clinical diagnosis) is regarded as correct and authoritative, to the exclu-
sion of the other. This is not to say that the patient’s interpretation
of their experience should necessarily be considered equally authorita-
tive, but rather merely to highlight how the diagnostic process, with
its pre-defined categories and labels, leaves little room for the patient’s
personal interpretations and meanings which might not fit those diag-
nostic ‘moulds’.

In summary, we have seen that distrusting patients with psychiatric
diagnoses can facilitate, create, or contribute to a variety of epistemic
injustices. Finally, I will highlight three considerations which further
complicate the precarious epistemic status of people who sustain credi-
bility deficits: the self-fulfilling aspect of distrust, distrust spillover, and the
difficulty of recovering lost epistemic status. Firstly, Jones (among others)
argues that distrust is self-fulfilling (1993; also 2019). That is, once we are
suspicious of a speaker, our distrust becomes an interpretational scheme
through which we judge their testimony: ‘we interpret her story through
the lens of our distrust’ (Jones, 1993: 159). This encourages us to seek
out evidence of the speaker’s untrustworthiness:

[Distrust] leads us to look for signs of deception, irrationality or incompe-
tence and thus leads us to seek out evidence of inconsistencies, to magnify
those we suppose ourselves to have found, and to focus on them in our
assessment of a story as a whole. (Jones, 1993: 159)

Distrust distorts our interpretation of a testifier and of their testimony;
we interpret them in ways which confirm our initial distrust (D’Cruz,
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2020: 48). In this way, distrust is self-fulfilling for the person doing the
distrusting.

We can see how the self-fulfilling aspect of distrust can generate testi-
monial injustices in the healthcare contexts this volume is interested in.
Once a clinician is suspicious of a patient (regarding their capacity as an
epistemic agent), for example, due to stereotypes of untrustworthiness
associated with their psychiatric label, then their initial distrust plau-
sibly distorts their interpretations of the patient’s trustworthiness and the
trustworthiness of their testimony, leading the clinician to discount their
testimony and/or truncate the patient’s epistemic participation in the
clinical interaction. For example, suppose a patient has been diagnosed
with delusion. We have seen that people with delusions are stereotypi-
cally ascribed srrationality, which conflicts with the epistemic criterion for
being trustworthy. This stereotype might cause a clinician to make a pre-
judgement that the patient is irrational (and therefore an untrustworthy
testifier). Plausibly, due to the self-confirming nature of distrust, the clin-
ician’s initial pre-judgement of irrationality becomes an interpretational
scheme through which the patient’s testimony is judged, biasing the clin-
ician’s assessment. This might mean that the patient’s testimony is unfairly
discounted as being irrational, or that the patient’s epistemic participation
in the clinical interaction—for example, their role in decision-making,
their ability to ask questions or offer alternative interpretations and
narratives—is unfairly undermined or restricted.

A consequence of interpreting the patient’s testimony through the
‘lens of distrust’ is that it prevents the clinician from appropriately
updating their perception of the patient. In seeking confirmation of
untrustworthiness or irrationality, distrust obscures counterevidence of
trustworthiness and competence: we become ‘insensible to signals that
others are trustworthy’ (D’Cruz, 2020: 48). A consideration of the self-
fulfilling aspect of distrust in relation to clinical interaction sheds light on
some of the complexities of epistemic injustice. Firstly, it shows that epis-
temic injustices can arise prior to, as well as during, an individual clinical
interaction (see Hookway, 2010 on pre-emptive testimonial injustices).
Secondly, it shows that epistemic injustices can arise not only from an
unfair perception of a patient as untrustworthy, but also from a failure
to update this perception over time. This means that epistemic injustices
are not only ‘individual episodic failures’ but are instead ‘dynamical and
diachronic’ (Kidd et al., 2023), meaning they can arise at multiple stages
of the clinical encounter from a variety of epistemically unjust practices.
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Moreover, Jason D’Cruz (2020) suggests that distrust can also be
self-fulfilling for the person being distrusted. D’Cruz argues that unwar-
ranted distrust ‘eats away’ at a person’s trustworthiness (2020: 47). This
is because being unfairly distrusted might erode the person’s motivation
to be trustworthy. If the person who is distrusted feels that it is impos-
sible to vindicate themselves in the eyes of those who distrust them, then
they ‘will lack the incentive to seek esteem’ (D’Cruz, 2020: 47). As a
result, the person who is unfairly distrusted will also miss the oppor-
tunity to prove their trustworthiness to themselves, which will prevent
them from cultivating a ‘self-concept’ of themselves as a trustworthy
person (D’Cruz, 2020: 47). In these ways, distrust reinforces untrust-
worthiness by eroding a person’s motivation to be trustworthy and to
prove their trustworthiness to others and to themselves, and consequently
affects their self-perception. Distrust can also reinforce self-stigma, as the
distrusted person might come to accept stereotypes of untrustworthi-
ness and apply them to themselves, resulting in decreased self-esteem,
self-efficacy, and self-respect (in line with Corrigan et al., 2015).

We can imagine that a patient with a psychiatric diagnosis who is
unfairly distrusted by their practitioner might feel like trying to prove
their trustworthiness is futile, particularly because the power imbalances
and epistemic asymmetry that exist between patient and their practi-
tioner mean that the practitioner’s clinical perspective is assumed to be
authoritative, or at least treated as authoritative, and therefore difficult
for a patient to challenge. Moreover, a patient challenging a clinician’s
opinion might be interpreted uncharitably as being uncooperative. Being
perceived as uncooperative can have serious implications in psychiatric
healthcare contexts. For example, Irina Georgieva and colleagues (2012)
found that patient uncooperativeness ‘significantly predicted the use of
coercive measures on an acute psychiatric ward’ (Georgieva et al., 2012:
419). Therefore, testimony which challenges the clinician’s interpretation
(including their interpretation of the patient’s trustworthiness) might be
risky for a patient with a psychiatric diagnosis. This might lead a patient to
silence their own testimony, as in testimonial smothering (Dotson, 2011).

Secondly, distrust is prone to spillover (Jones, 2013: 195). Spillover
occurs ‘when an attitude loses focus on its original target and spreads
to neighbouring targets’ (Jones, 2013: 195). Jones argues that distrust
‘readily falsely generalises’ (2013: 196). Distrust spillover happens when
someone’s distrust of an individual is generalised to other related targets
(such as people of the same race, gender, religion, or other social group).
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For example, suppose someone judges an individual with a foreign accent
to be untrustworthy. Their distrust of a particular person with a foreign
accent might falsely generalise to other people with foreign accents.
D’Cruz writes that it is ‘distressingly familiar how this aspect of distrust
can be leveraged by those seeking to stoke distrust of marginalized groups
such as refugees and asylum seckers by fixating on dramatic but unrepre-
sentative cases’ (2020: 48). In a similar way, we can imagine that someone
who distrusts an individual with a psychiatric diagnosis might generalise
untrustworthiness to others with that psychiatric diagnosis, particularly
given the negative portrayals of people with mental illness in the mass
media. Through spillover, distrust in members of a certain group is
perpetuates and becomes entrenched.

A third factor which makes having diminished epistemic status partic-
ularly perilous is the difficulty of repairing epistemic credibility once
it is lost. People who sustain credibility deficits, such as patients with
psychiatric diagnoses, can suffer a ‘lock-out’ effect (Palafox-Harris, 2024)
whereby they are prevented from engaging in the epistemic practices that
could repair their epistemic status. Cynthia Townley (2011) suggests that
having low epistemic credibility is similar to suffering from ‘Cassandra’s
Curse’ from Greek Mythology. In the myth, Cassandra receives the gift
of prophecy but is cursed by the god Apollo so that no-one will believe
her claims. Cassandra cannot defend her prophecies because she is fully
excluded from participating in the epistemic community on the basis of
her low credibility (Townley, 2011: 44—45). For Cassandra, no amount of
truth-telling will restore her epistemic credibility: ‘Everything she knows
and claims is tarred with the same brush’ (2011: 44). Similarly, those
who are ascribed low epistemic credibility (such as patients with psychi-
atric diagnoses) will struggle to repair their status as knowers, because they
will be unable to successtully prove their trustworthiness and defend their
testimony to those who have already judged them to be untrustworthy
informants.

A study Toby Pilditch and colleagues (2020) provides empirical
support for the existence of a phenomenon like the lock-out effect.
Pilditch and colleagues found that ‘sources accompanied by low trust cues
not only have truthful communications rejected, but have their low trust
penalized even further’ (Pilditch et al., 2020: 1). This means that once
someone is judged as untrustworthy, their subsequent truthful claims are
rejected and the fact that their claims are true does not restore their epis-
temic credibility. If we apply these findings to patients with psychiatric
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diagnoses, we can see reason to think that a person with a psychiatric
diagnosis who is perceived as untrustworthy (for example due to stereo-
typically ascribed irrationality) would find it difficult to repair their status
as a credible epistemic agent, even when their subsequent testimony is
rational and competent.

5.4 BEeYOND DISTRUST AND BLIND TRUST

In this chapter, I have explored how psychiatric labelling can signal stereo-
types such as irrationality and incompetence which are in tension with
the criteria for trustworthiness. I have suggested that people with psychi-
atric diagnoses will struggle to be perceived as trustworthy informants in
light of these negative stereotypes, leading them to be unfairly distrusted.
Rogers advises that distrusting patients is ‘an unfair burden added to
existing burdens of ill health’ (2002: 80). This distrust is even more
burdensome when we consider that distrust is often self-fulfilling for
both the one doing the distrusting (the practitioner) and the one being
distrusted (the patient), and that lost epistemic credibility is incredibly
difficult to regain. Moreover, distrust might spillover from the target (a
particular patient with a psychiatric diagnosis) to ‘neighbouring targets’
(such as other people with the same diagnosis), thereby entrenching
distrust in patients and burdening others as well. Distrusting patients with
psychiatric diagnoses can create and sustain testimonial and hermeneutical
injustices in clinical interactions.

Importantly, in highlighting the role psychiatric labelling and stereo-
types of untrustworthiness can play in bringing about epistemic injustices,
I do not mean to suggest that distrusting patients with psychiatric diag-
noses always constitutes epistemic injustice. There are many instances
where distrust of a patient can be appropriate, when the clinician’s distrust
is well-grounded and unbiased. Elizabeth Barnes points out that patient
testimony often involves ‘a complex mix of claims’ (2023: 654), including
claims about the patient’s subjective experience of their illness and claims
about the aetiology of their illness (2023: 660). Whilst, all else being
equal, patients should be trusted about their subjective experience of
illness, Barnes argues that clinicians should not trust patients about claims
relating to the objective parameters of their illness (2023: 663).

Thus, this chapter should not be read as advocating for blind trust
in patients with psychiatric diagnoses. Instead, it aims to elucidate how
psychiatric labelling and stereotypes of untrustworthiness can unfairly
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distort a hearer’s perception of patients, leading them to be pre-emptively
judged as untrustworthy, and to experience a level of distrust that
is unwarranted. To adopt Medina’s (2020) terminology, it is about
recognising dysfunctions in trust and distrust patterns within psychiatry.
Avoiding the epistemic injustices explored in the final section requires a
sensitivity to the possibility that perceptions of patient trustworthiness are
biased by the negative stereotypes signalled by psychiatric labels, in order
to redress the testimonial and hermeneutical trust/distrust dysfunctions
that occur in clinical interactions.
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Abstract Dignity and preservation of dignity have emerged as a central
and mandatory aim to pursue in all the areas of medicine, including
palliative care. People with severe mental disorders (SMI) who are at the
end of life pose further challenges because of the problem of stigma,
which is intrinsically imbued in palliative care, as well as of other the
variables including marginalization, alienation, and epistemic injustice
typically associated with mental illness and psychiatry. A person-centred
approach, which promotes a medicine of the person, for the person, by
the person, and with the person, can increase the sense of personal dignity,
as the other side of stigma, and epistemic justice for patients with SMI
who are at the end of life. Dignity-oriented intervention, such as Dignity
Therapy, can also be applied in palliative care settings for people with SMI
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with the aim to offer them an opportunity to reflect upon crucial existen-
tial and relational issues, to review aspects of their lives and of self, and to
help in preparing a legacy of memories, words of love and wisdom with
significant others.

Keywords Dignity - Palliative care - Psychiatry - Palliative psychiatry -
Stigma - Discrimination

6.1 AN INTRODUCTION TO DIGNITY

Dignity, as a core tenant of human life and human rights, has been
studied by many different perspectives including philosophy, ethics, law,
sociology, and medicine. In Greek, dignity (&pety|, aréte) describes the
concept of “virtue” or “excellence” which encompasses a wide range
of qualities, such as moral, intellectual, as well as physical excellence.
The current use of the word dignity is derived from the Latin decus
(ornament, distinction, honour, glory, but also worthiness of honour and
esteem) and dignitas, which is “an individual or group’s sense of self-respect
and self-worth, physical and psychological integrity and empowerment”
(Lebech, 2009; Rosen, 2012). Both Greek and Latin concepts empha-
size the importance of treating individuals with respect, compassion, and
understanding, regardless of their social status, health, or abilities.

From that time, the philosophical Kantian tradition states that dignity
is “an inviolable property of all human beings, which gives the possessor
the right never to be treated simply as o mean, but always at the same
time as an end, because of its ultimate moval worth” (Spiegelberg, 1971).
Although, some scholars, such as Macklin (2003) provocatively consider
dignity a useless concept, stating that dignity is simply not different from
respect and personal autonomy, when applied to medical contexts, dignity
and preservation of dignity have emerged as a central and mandatory
aim to pursue in healthcare. Dignity-preserving care and interventions
preserving dignity in medicine have attracted the attention of psycho-
oncology, psychosocial, and psychiatric literature over the last twenty
years. This responds to the need for changing the objectifying, biotechno-
logical approach of modern medicine into a more dignified and subjective
approach (Grassi et al., 2024). In their model, Chochinov (2002, 2006)



6 PRESERVING DIGNITY AND EPISTEMIC JUSTICE 107

and Chochinov et al. (2002) indicate that dignity in the context of pallia-
tive care consists of three primary dimensions: (i) #llness-velated concerns
(e.g., concerns related to symptoms of physical and psychological distress,
and functional capacity) that threaten or impinge on the individual sense
of dignity; (ii) dignity-conserving perspectives and practices (e.g., conti-
nuity of the self, role preservation, maintenance of pride, hopefulness);
and (iii) social aspects of dignity (e.g., social support, burden to others,
aftermath concerns), which define the relationship between patients and
their healthcare professionals.

In a review of 9 qualitative and 13 quantitative studies, aspects of
dignity have been explicitly identified by the patients themselves who
considered this dimension as determined by the overlapping between
several components (e.g., autonomy, respect, acceptance), including spir-
itual and faith issues (Xiao et al., 2021). It is a fact that there is a myriad
of ways in which patients’ dignity can be compromised in the medical
setting, including psychiatry and palliative care. These include rudeness,
indifference, condescension, dismissal, disregard, intrusion, objectifica-
tion, restriction, labelling, contempt, discrimination, revulsion, and depri-
vation, from the part of healthcare professionals (Grassi et al., 2019).
On the other hand, the structure of the healthcare system can cause
many professionals experience increasing demands and caseloads, inad-
equate resources, and uncertainty about the best way to approach their
work which, in turn, determine a series of “assaults on human dignity,
intvinsic as well as attributed, that ave taken for granted in the bureau-
cratic, commercialized, and impersonal places that hospitals have, all too
often, become”, as Pellegrino (2008) pungently described.

What Pellegrino underlines is markedly connected with the concept of
epistemic injustice that also is gradually emerging in medicine, including
psychiatry (Ritunnano, 2022). Epistemic injustice has been introduced
by Fricker (2007) who underlined two forms of it. Testimonial injustice
describes situations where knowledge, experiences, and contributions of
people are not believed because of negative stereotypes attached to their
social group, identity, or status. A different form is hermeneutic injustice
which is represented by the inability of people to express their experi-
ence because of a lack of common language. This is particularly evident
in patients with severe psychiatric disorders in whom the problem is not
education or lack of property in language, but an epistemic marginaliza-
tion caused by the difficulty to be understood by others because of the
symptoms of mental illness, such as delusions, distortions of reality test, or
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disturbance of thought process and perception. Therefore, loss of dignity
and non-dignity experiences among patients with serious mental illnesses
(SMI), such as schizophrenia, bipolar, and mood disorders, are imbued
by epistemic injustice and inequity that should be constantly monitored
and solved as problems negatively influencing both the quality of care and
the quality of patients’ life.

This is particularly evident when people with SMI become affected by
somatic disorders, especially when in an advanced phase palliative care
is necessary (Lawrence & Kisely, 2010). Palliative and end-of-life inter-
ventions are themselves at risk of not providing dignity-oriented care,
because of both inequalities and epistemic injustice, again for the common
prejudices about palliative care—palliation as futile and useless in terms
of healing—and misinformation about the discipline—for instance, care
for imminent dying and use of opioids as a way to favour substance
abuse (Alcalde & Zimmermann, 2022; Formagini et al., 2022; Shen &
Wellman, 2019).

In this chapter, we will first discuss the problem of dignity in people
with SMI. Then we will focus attention on the problem of dignity at the
end of life, examining possible interventions to develop a person-centred
and dignified approach.

6.2 DigNITY AND STIGMA AMONG PEOPLE WiTH SMI

The World Health Organization (WHO) has repeatedly highlighted the
importance of promoting principles such as social justice, equality, and
dignity for people affected by mental disorders with the aim to end their
marginalization and social disenfranchisement (as in the WHO Mental
Health Action Plan 2013-2030). Respect for the inherent human dignity
should also be part of developing policies, plans, and services in the area
of mental health. The WHO affirms that living a life with dignity stems
from the respect of basic human rights, such as freedom from violence and
abuse; freedom from discrimination; autonomy and self-determination;
inclusion in community life; and participation in policy making. This is
therefore related to dignity as the individual’s inherent value and worth,
and to the need for respect, recognition, self-worth and ability to make
choices.

Despite these efforts, a contrasting public attitude exists towards
people with SMI and stigma is one of the most significant and hard
to eradicate problems in psychiatry (Corrigan et al., 2003; Corrigan &
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Watson, 2002; Mestdagh & Hansen, 2014). Stereotypes, prejudice, and
discrimination continue to exist for people with SMI, not only for rela-
tional encounters in daily life, but also in the healthcare setting and among
healthcare providers, with obvious negative consequences on patients’
dignity (Bhugra et al., 2016; Livingston & Boyd, 2010).

It is important to separate several forms of stigma: self-stigma is the
internalization of public stigma and prejudices influencing an individual’s
self-conception with secondary feelings of shame, anger, hopelessness, or
despair; social stigma (public and institutional stigma) refers to both a
set of social negative attitudes and beliefs that motivate individuals to
fear, reject, avoid, and discriminate against people with mental illness
and the organizational policies or a culture of negative attitudes and
beliefs about mental illness (Gray, 2002; Hinshaw & Stier, 2008). On the
same premises, lack of interest in the experience of individuals affected
by mental illness can reduce the possibility for them to narrate and
offer an interpretation of their illness. It can also dismiss the person
as someone who does not have the right to be respected in terms of
reasoning, believing, and knowing activities (Drozdzowicz, 2021, Slack &
Barclay, 2023). All these aspects are again prominent dimensions of
epistemic injustice which may be involved in the clinical encounter.
Receiving a psychiatric diagnosis (Hassall, 2024; Sakakibara, 2023) and
being reductively objectified by pre-determined criteria based on symp-
toms rather than on the personal representation of the symptoms are
evident manifestations of epistemic injustice (Spencer, 2023).

The concept of stigma—and by extension epistemic injustice—is
related to that of dignity, as the other side of the same coin. In fact,
as it is for stigma, dignity can be similarly conceived as formed by an
intvinsic component (or self-dignity), that is, the worth, stature, or value
that human beings have simply because they are human; and an attributed
component (or social dignity), that is, the worth, stature, or value that
human beings confer upon others by acts of affirmation. Jacobson (2007)
and Barclay (2016) refer to a dignity-of-self (the dignity we attach to
ourselves as integrated and autonomous persons) and a dignity-in-relation
(the dignity that we perceive or do not perceive within interpersonal
relationships).

On these bases, Grassi (manuscript in preparation) and Grassi and
Chochinov (2024) have developed a model in which stigma and dignity
are mutually interrelated. What is done to reduce stigma in mental health
settings results in an increase of dignity and what facilitates stigma results
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in a non-dignity experience for patients. The literature regarding the
relationship between dignity and stigma among people with psychiatric
disorders supports the notion that dignity means to be treated as an
equal human being. A lack of compassion in healthcare settings results
in patient suffering from feeling inferior and stigmatized (Burns, 2009;
Skorpen et al., 2014; Whitley & Campbell, 2014; Yamin, 2009).

Research in psychiatric settings indicates that dignity is both an
intrinsic, self-related process and a reciprocal, extrinsic/interpersonal
experience. For instance, an individual’s sense of dignity can be thwarted
by positive and negative symptoms of SMI, specifically when these symp-
toms are misunderstood by others. On the other hand, dignity can
be enhanced if the patient and significant others embrace a recovery-
focused relationship in which they perceive themselves to be treated as
an individual, thus reducing the shame that may be associated with being
mentally ill (Skorpen et al., 2015). Being seen as human being who are
equal, experiencing dignity despite the disease and frequent marginal-
ization, and fighting for their own dignity are priorities for people with
SMI.

6.3 PALLIATIVE CARE IN PEOPLE WITH SMI

The existence of disparities in health and healthcare between patients with
schizophrenia and/or SMI and patients without a diagnosis of mental
illness is extremely important, especially, but not only in end-of-life care.
A series of studies have shown that the problems of stigma are related
to both social factors, such as poverty, lack of family support, and social
isolation, as well as patient-level factors, such as cognitive impairment,
psychiatric disabilities, and chronicity, all of which are implicated in the
risk for poor end-of-life care among patients with SMI (Grassi & Riba,
2020; Riley et al., 2022; Sheridan, 2019).

In one of the first studies conducted in a palliative care setting,
Chochinov et al. (2012) found that compared to their matched cohort,
Canadian patients with schizophrenia were less likely to see specialists
other than psychiatrists, less likely to be prescribed analgesics, and less
likely to receive palliative care. They also were much more likely to die in
nursing homes where physical, psychological, and spiritual care is possibly
less optimal than in palliative care units (Martens et al., 2013). In a further
Australian study (Spilsbury et al., 2018), patients with schizophrenia
in the last year of life were less likely to be admitted to hospital and
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to have access to community-based specialty palliative care, but more
likely to attend emergency departments. In general, what emerges is
that stigma affects: quality of care and access to care; issues related to
consent, the patient’s capacity for their end-of-life care decisions, and the
appointment of substitute decision makers; the practices of psychosocial
interventions, pharmacology, family and healthcare collaborations, goals
of care; communication, provider education, and access to care (Relyea
et al., 2019). These data were more recently confirmed by other studies
in Taiwan (Huang et al., 2018) and France (Fond et al., 2019). The
latter was carried out on 2481 patients with schizophrenia and 9896
matched controls. The authors found that patients with schizophrenia
were more likely to receive palliative care in the last 31 days of life and
less likely to receive high-intensity end-of-life care (e.g., chemotherapy
and surgery), were more likely to die younger, and had a shorter dura-
tion between cancer diagnosis and death than controls. More recently,
a Swedish study, comparing 320 patients with psychosis with 24,056
patients without mental health problems, all at the end of life, found that
the former group had a lower probability of receiving proper palliative
care (Bergqvist et al., 2024).

6.4 MECHANISMS INVOLVED IN NON-DIGNIFIED
END-0OF-LIFE CARE AMONG PEOPLE WITH SMI

When examining the reasons and causes of the inequalities identified
above, several issues emerge (Shalev et al., 2020; McNamara et al.,
2018). One issue regards the complications of information processing and
communication determined by cognitive impairment and lack of insight
that might derive from SMI. A second issue has to do with the problem
of identifying caregivers in the home environment because of previous
family disruption, sharing a house, living alone, or being homeless. A
third aspect is about common concerns related to the assumption that
the patient will be unmanageable, because of the lack of identifiable insti-
tutional or community care staff to provide adequate care or sufficient
resources. Lastly, healthcare professionals report perceiving themselves as
not sufficiently trained, holding wrong assumptions about SMI, lacking
adequate educational resources, services, policies or guidelines, and expe-
riencing fear and concernes about mental illness. These findings have been
confirmed by a further qualitative study among palliative care nurses, who
indicated six main themes as obstacles to dealing with patients with SMI:
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stigma of mental illness, effect of SMI symptoms on communication and
trust, chaotic family systems, advocacy issues around pain and comfort,
need for formal support, no right place to die (Morgan, 2016).

In the context of cancer care, Irwin et al. (2014) have further indicated
that interrelated patient-based, provider-based, and systems-based factors,
influenced by mental health stigma, may impact not only cancer preven-
tion, diagnosis, and treatment, but also end-of-life care. More specifically,
the authors consider that disparities in cancer care for patients with
schizophrenia (but it can be extended to other SMI) derive from several
factors. On one side, patient inappropriate affect, positive or negative
psychotic symptoms, cognitive symptoms (e.g., impaired attention and
executive function), disorganized behaviour, dysfunctional coping (e.g.,
pathological denial), and poor health behaviours (e.g., poor adherence
to treatment) contribute to the problem. On the other side, healthcare
providers (e.g., GPs, oncologists, nurses) experience difficulties when they
relate to people with these symptoms and with poor functioning, because
the patient behaviour is often unfamiliar and incomprehensible to the clin-
ical team. Fear of violent behaviour or suicide risk, and prejudice about
the un-treatability of psychiatric conditions are further barriers for trust
and proper care of patients with SMI. Finally, the fragmentation of health-
care services, the difficulty in creating a whole-person-centred approach,
and the tendency of psychiatry and somatic medicine to work in a sepa-
rate or non-integrated way are a third cause of the problem, which has
been since many years described as a “scandal” in mental health settings
(Thornicroft, 2011).

6.5 CONTRASTING INIQUITY
AND INJUSTICE WITH PERSON-CENTRED
AND DIGNITY-ORIENTED PSYCHIATRY

In order to contrast stigma and non-dignity-care for people with SMI,
the Institutional Program on Psychiatry for the Person (IPPP) estab-
lished by the 2005 General Assembly of the World Psychiatric Association
(WPA), launched the initiative affirming the need for psychiatry to apply
a model based on a whole-person approach. The articulation of science
and humanism is the main framework used to gather all the relevant
facts pertaining to the whole person. With respect to this, Person—
Centred Psychiatry is more than the individualization of care or respect
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for patients’ rights. It includes recognizing the individual subjectivity of
the patient’s whole person beyond the limits determined by the illness and
its symptoms, therefore, using a dignity-oriented approach. The purpose
of Person—Centred Psychiatry (Mezzich et al.; 2016) is to promote care
of the person (i.c., by pursuing the totality of the person’s health), for the
person (i.e., by promoting the fulfilment of the person’s life projects),
by the person (i.e., with clinicians extending themselves as full human
beings with high ethical standards), and with the person (i.e., working
in a collaborative and empowering manner with respect for each other)
(Christodoulou et al.;, 2008; Mezzich, 2007). In a word, all these are
attitudes and behaviours that ultimately reinforce dignity against stigma,
marginalization, and epistemic injustice.

These principles are quite obvious, but are never underscored enough
in clinical settings, including palliative care, as underlined elsewhere
(Grassi et al., 2016). There is an urgent need for increased awareness
of potential healthcare disparities, creative approaches in multidisciplinary
care, and provision of adequate palliative services and resources that can
enhance end-of-life care in schizophrenia (Baruth et al., 2021). There are
four guiding principles of biomedical ethics to be followed in palliative
care for people with SMI: (i) autonomy in relation to issues regarding
the decision-making capacity; (ii) justice in relation to access to quality
care to reduce the presence of stigma; and (iii) nom-maleficence and
(iv) bemeficence in relation to the ongoing debate regarding the bene-
fits and obstacles in applying palliative care in the context of psychiatry
(Moureau et al.; 2023). Personal virtues and attitudes in healthcare
professionals, like compassion, non-abandonment, and upholding dignity
of the patients, are key factors for implementing palliative care among this
fragile segment of the population.

For these reasons, it is pivotal to improve education and training,
including communication skills and assessment and management of
emotions and psychiatric symptoms when dealing with people with SMI
in order to increase the quality of their care (Cunningham et al., 2013).
Hinrichs et al. (2022) consider some principles that should be basically
applied in palliative care settings, although it is a challenging context,
namely eliciting core care values and lending additional support to teams,
via a fruitful interdisciplinary approach that enables to meet all the care
needs of patients with life-limiting illness with the aim to achieve the best
possible quality of life.
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It is also paramount to actively find the most important person or carer
(e.g., psychiatric case manager, nurse) in the patient’s life to receive help
in understanding what life-limiting illness means to that unique patient
with the aim to offer value-based recommendations and treatment. What
is applied in psychiatry by the recovery-based approach (Table 6.1) should
be also taught to palliative care professionals, as a guide to deliver the
best possible care at the end of life. The needs of each patient should
be carefully monitored exploring the multiple issues related to individual
representation of the illness, coping, and death and dying (Table 6.2), as
emerged in a qualitative study of patients with SMI with terminal somatic
diseases (Baruth et al., 2021; Knippenberg et al., 2023).

A series of recommendations have been underlined to improve the
quality of palliative care among people with SMI (Callaway et al., 2021;
Donald & Stajduhar, 2019; Woods et al., 2008), such as:

1. palliative care must be centred on the needs of the person with a
therapeutic relationship based on respect, dignity, hope, and non-
abandonment;

2. people with SMI have palliative care needs to be addressed as for all
people, such as adequate pain and symptom control, maintenance of
function, enhancement of quality of life, support for relationships,
and possibility of dying with dignity;

3. need for service integration and continuity of care, interdisciplinary
and interspecialty teamwork, communication, and outreach into
community agencies and shelters;

4. cross-training in palliative care and mental health, integrating princi-
ples of hospice palliative care in end-of-life care for people with SMI
in both palliative care and mental health settings.

If increasing dignity is one of the aims of palliative care for patients
with SMI, specific treatment has been also developed for these purposes.
With respect to this, Dignity Therapy (DT) is one of the possible inter-
ventions to enhance quality of life and to reduce the risk of negative
consequences caused by stigma and epistemic injustice in palliative care
(Russo, 2023). Developed by Chochinov (2012), DT is a brief, personal-
ized, and empirically based intervention for patients with life-threatening
or limiting illnesses. It aims to have patients talk about things that matter
most to them, creating a permanent legacy that helps them strengthen
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Table 6.1 Recovery-oriented strategy for palliative care settings (based on
Hinrichs et al., 2022)

Focus on preserving dignity

Helping care team maintain empathy

Highlighting an individual’s unique strengths, abilities, and needs
Acknowledging psychosocial complexities present in SMI
Attempting to ecradicate stigma around SMI

Fostering control through shared decision-making

Maintaining a core collaboration and open-mindedness

Table 6.2 Topics to be explored in palliative care for people with SMI (based
on Hinrichs et al., 2022)

Beginning of the illness

First symptoms

First contact with a medical professional
(Medical) treatment, care, and support
Changes in social contact, work, and residency
Current treatment, care, and support

Other symptoms or diseases

Diseases and symptoms

First contact with a medical professional
(Medical) treatment, care, and support
Changes in social contact, work, and residency
Current treatment, care, and support

Further information about current treatment, care, and support

Place of treatment

Involved disciplines =» Tasks of involved disciplines

Opinion about the treatment =» Example(s) and explanation of positive and
negative experiences

Improvement suggestions

Perception of the fact that the illness is incurable

Patient’s end of life = Meaning, Involvement of others, Subjects discussed with
others

Expectations about final stage = Treatment and support, Involved disciplines
Experiences with end-of-life care so far = Positive and negative experiences
Needs and wishes

Current situation (Perceptions of health and health issues; Coping with illness and
symptoms; Experiences with and wishes for current healthcare; Contact with relatives
and coresidents; Experiences with the end of life of relatives and coresidents)
Anticipation of end of life (Willingness to discuss end of life and death; Wishes and
expectations regarding one’s own end of life; Practical aspects relating to matters after
the death
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dignity and face their suffering. The protocol consists of 2—3 individual
meetings within which the patient is firstly shown the DT questions and
asked to consider what they might wish to speak about during the session.
DT offers the participant an opportunity to reflect upon crucial existential
and relational issues, and to review aspects of their lives and of self that
they wish to be remembered.

This process focuses on tasks such as settling relationships, sharing
words of love and wisdom with significant others, and preparing a legacy
of memories and shared values. About a week later, the DT meeting
is carried out and audio recorded. These meaningful memories, values,
words of wisdom, and special messages are transcribed verbatim and then
shaped into a narrative through a preliminary editing process. A session is
dedicated to the final editing process with the participant, following which
they are provided the final written a legacy (generativity) document, to be
shared and passed along to family members and beloved ones. The ulti-
mate intent of DT is to lessen distress, promote quality of life, validate
personhood, alleviate suffering, and give meaning and purpose to life.

There are few experiences of applying the DT to the psychiatry
settings (namely, three case reports of patients with depression, schizoaf-
fective disorder; and a randomized clinical trial in patients with major
depression) (Avery & Baez, 2012; Avery & Savitz, 2011; Julido, 2019;
Solomita & Franza, 2022). DT appeared to increase the sense of hope
in patients and to have a role in the patients regaining the sense that life
is meaningful. In the only qualitative DT study intervention comparing
patients with SMI (mainly schizophrenia and bipolar disorders) and
patients with cancer, similar themes emerged within the generativity docu-
ments (Grassi et al., 2022). In fact, analysis of DT narratives among both
groups of patients yielded similar categories, namely “Meaning” (theme
examples “vitality”, “self-evaluation”, “pride”, “evolution of self”, “sup-
port”), “Resources” (theme examples “support”, “resilience”, “family”,
“encounters”), “Legacy” (“bequest for others”, “time to say”), and “Dig-
nity”, as well as “Stigma”. In this sense, the meaning of dignity for
patients with SMI was related to the values that are an integral part of
the dignity model, specifically self-worth and self-esteem, autonomy and
control, purpose, identity and continuity, relatedness and connectedness,
love, and comfort.

Although DT has not yet applied to patients with SMI in the setting of
palliative care, these preliminary results seem to be in line with the results
of many studies using DT in patients without SMI at the end of life, as
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shown by recent reviews and metanalyses (Cuevas et al., 2021; Gagnon
Mailhot et al., 2022; Li et al., 2020; Martinez et al., 2017; Zhang et al.,
2022).

The person-centred approach and treatment of patients in advanced
phases of'illness, and at the end of life is a basic requirement for multidisci-
plinary teams in medicine. This is mandatory for patients affected by SMI,
who have the right to receive optimal palliative care, based on compas-
sion, empathy, responsiveness to needs, values, and expressed preferences;
emotional support, relief of fear and anxiety; physical comfort, as part of
any healthcare professional armamentarium in the relationship with the
patient (Kissane, 2000). This can facilitate the possibility for individuals
to express their representation of illness, giving to the narrative dimension
of their experience, the sense of epistemic justice, as underscored above
(Hultman & Hultman, 2023; Mooney et al., 2023).

In order to reduce the alienation of those affected by mental illness,
person-centred psychiatry promotes a medicine of the person, for the
person, by the person, and with the person. Dignity-conserving care is
part of this approach and it should be practised in mental healthcare
settings, enabling partnerships with people encountering psychiatric disor-
ders that include mitigating loss of identity, shattering of their self-image,
and various challenges within the psychological, interpersonal, spiritual,
and existential domains. All these aspects are further posed at end of
life, with needs that should be mandatorily addressed, such as: finding
hope and meaning in life, finding spiritual resources, having someone
to talk to, finding peace of mind, help in solving concerns, support
in dealing with possible feelings of guilt, worthlessness, disvalue of not
having made a meaningful and/or lasting contribution in one’s own life.
In this sense, dignity-conserving care represents a framework to increase
epistemic justice involved in that individual person, irrespective of their
physical (i.e., advanced stage of illness and end of life) or psychological /
psychopathological condition (i.e., SMI).
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CHAPTER 7

Promoting Good Living and Social Health
in Dementia

Rabih Chattar®, Sara Trolese®, and Ilavia Chirico

Abstract The notion of good living in chronic disease in general and,
in the case of dementia specifically, highlights the role of social health
in preserving the well-being of the people involved. In ageing ageism,
discrimination toward older adults is considered an important barrier
against involvement in society. In the case of dementia, stigmatisation
can have an impact on the person affected, on the family, on healthcare
services, and on society more widely. Examples of the impact of discrim-
ination are related to diagnosis disclosure, advance care planning, and
the involvement of people with dementia in decision-making about their
future treatment. Furthermore, the labelling of the behaviour of people
with dementia as a disorder is a way to pathologise it and does not take
into account the role of relationships and the social context as a drive for
the behaviour itself. As a result of the stigmatisation and the labelling,
people with dementia experience epistemic injustice as they are consid-
ered neither partners in the decision-making process nor full members of

R. Chattat (X) - S. Trolese - I. Chirico
Department of Psychology, University of Bologna, Bologna, Italy
e-mail: rabih.chattat@unibo.it

© The Author(s) 2025 125
L. Bortolotti (ed.), Epistemic Justice in Mental Healthcare,
https://doi.org,/10.1007,/978-3-031-68881-2_7


http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-031-68881-2_7&domain=pdf
https://orcid.org/0000-0002-3889-2839
https://orcid.org/0009-0001-5299-5519
https://orcid.org/0000-0001-9799-0204
mailto:rabih.chattat@unibo.it
https://doi.org/10.1007/978-3-031-68881-2_7

126 R. CHATTAT ET AL.

society. A capability-based approach is needed to promote good living and
social participation in people with dementia.

Keywords Dementia - Stigma - Social inclusion - Ageism - Well-being

7.1 HEALTH AND AGE-RELATED DISCRIMINATION

Chronic diseases impose a burden at a global level. The increase in life
expectancy led to a growing number of older people with chronic health
conditions such as cardiovascular disease, cancer, and neurodegenerative
disease. Huber and colleagues (2011) highlighted the need to reconsider
the definition of health as “the ability to adapt and to self-manage, in
the face of social, physical and emotional challenges”, rather than merely
the presence or absence of a disease. The authors propose three domains
of health: physical, psychological, and social health. Within this concep-
tualization, social health includes, from an individual perspective, three
dimensions: (1) the capacity to fulfil potential and obligation; (2) the
ability to manage life with some independence despite medical conditions;
and (3) the ability to participate in social activities including work.

Beyond the individual level, a social-environmental level has been
proposed (Vernooij-Dassen et al., 2022) which includes three different
domains related to the structure (in terms of the type of social inter-
action such as social network size and composition, marital status, and
frequency of contact), the function (such as emotional support and
instrumental aids), and appraisal of the quality of relationships and inter-
actions (related to the perception and interpretation of social contacts
and consequent loneliness). Using the individual and social perspective,
the authors argued that the individuals’ functioning does not depend on
their capacities only. The behaviour of their social environment which may
support but also hinder them from using their capacities may be equally
important. Social factors can influence older adults’ psychological well-
being and cognitive functioning, and they can enhance their cognitive
reserve as well as they can moderate the progression of their cognitive
decline (Samtani et al., 2022; Seifert et al., 2022). From this perspective,
promoting social health and reducing isolation and discrimination can be
considered as a treatment opportunity.
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The role and importance of social aspects in promoting older adults’
well-being and adaptation have been also discussed within the frame-
work of age-related stigma and discrimination. A large body of literature
outlined the role of stigma and discrimination toward ageing, frailty, and
mental disease. Terms such as “ageism” (i.e., discrimination toward older
adults), which was first proposed by Butler (1969), are used today to
describe any kind of stereotype, prejudice, and discrimination toward
a social group based on chronological age. It can be directed toward
adolescents and older adults mainly by adults. Ageism toward older adults
is now recognised as an important issue to be addressed to promote
healthy Ageing. The United Nations General Assembly in their plan for
the decade (2021-2030) of Healthy aging suggested, as a first action,
to combat ageism. Stigma toward ageing is related to “how we think,
feel and act towards age and ageing” focusing the attention on the role
of the social context and the role of others and on how norms, poli-
cies, attitudes, and approaches can exclude people from access to facilities,
services, and resources.

The stigmatisation of older adults in general, and of those with chronic
illness specifically, can have a significant impact on health and well-being
(Kang & Kim, 2022), thus implying stereotype internalisation by older
adults through self-stigmatisation, isolation, and loneliness. The conse-
quences of ageism and “self-ageism” also impact the access to care, and
the quality of care for older people in different settings.

As mentioned before, stigmatisation of older people is even more
important in the case of a chronic illness and, specifically, in the domain
of mental health. The attitudes of mental health professionals toward
psychological interventions with older people are influenced by negative
ideas regarding the ability of older people to benefit from such treatments
(Bodner, 2009). For example, in many countries, specific training for
mental health professionals on the approach to mental disorders in older
people is not available. Assessment criteria, pharmacological treatment,
and psychotherapies are based on the work with adults and transferred to
the work in geriatrics. Similarly, the research in these domains is lacking
in addressing the specific conditions of older people.

Within mental health domains, neurodegenerative diseases, and mainly
dementia, are considered a public health priority, looking at prevalence
and incidence rates and the lack of a cure until now. The link between
dementia and age is widely recognised and the prevalence of the disease
increases with age, which is considered one of the most important risk
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factors for dementia. However, adults can also be affected by dementia,
and this condition is called “young onset dementia”. Since the prevalence
of dementia is growing with age, people living with this condition can be
exposed to a double type of stigma, one related to age (Ageism) and one
related to dementia (demente-ism) (Brooker, 2007; Evans, 2018).

Dementia, a neurodegenerative disorder, is an umbrella term used to
indicate a variety of conditions characterised by neuronal damage. The
most prevalent type of dementia is Alzheimer’s disease which accounts
for around 62% of all types of dementia followed by vascular dementia,
frontotemporal dementia, and Lewy body dementia as the most frequent.
Dementia, a brain disease, is characterised by a progressive decline in
several domains of cognitive abilities such as executive functions, learning
and memory, language, perceptual and motor functions, complex atten-
tion, and social cognition (DSM-5). The duration is up to 12-15 years.
Cognitive decline has an impact on the person’s capacity to retain infor-
mation and also to recall memories, communicate and understand others
and the world around them, and to perform daily activities. The person
becomes more and more dependent in managing daily life, thus relying
on others to perform simple activities in the advanced stages of dementia.
Another disease aspect, beyond cognitive and functional decline, is the
presence of the so-called “behavioural and psychological symptoms” such
as delusions, hallucinations, anxiety, depression, and agitation. These
noncognitive symptoms represent a challenge for carers, impacting on the
quality of life of people with dementia and their family caregivers as well
representing the major cause of institutionalisation.

Dementia has long been considered as a biological disorder (Vernooij-
Dassen et al., 2021) caused mainly by brain damage. The consequences of
brain damage on cognitive abilities lead, as mentioned above, to people’s
difficulties in verbal communication (understanding and expression), in
their capacity to cope with everyday challenges such as managing finances,
preparing meals, dressing, or moving around. Several needs of people
with dementia are unmet. Not only practical needs but also emotional
and relational needs. Kitwood (1997) along with other authors (Sabat &
Lee, 2012) are among the first researchers who propose the necessity to
consider the person with dementia instead of dementia, thus highlighting
the concepts of Personhood, and Selthood.

Kitwood addressed the issue of malignant social psychology to describe
how people with dementia are approached and treated by others. In
his book, he used several terms to describe the approach of carers such
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as infantilization, intimidation, labelling by the name of the disease,
invalidation, banishment, ignoring, mockery, and withholding.

All these terms outline the difficulty of professional carers to recognise
and treat the person with dementia as a person, acting like it is not present
in the interaction and the relationship. This way of approaching people
with dementia has an impact on their experience of their condition. Many
of the so-called “behavioural and psychological symptoms” of dementia
can be considered as a reaction, a way to communicate, react or express
unmet needs, or negative emotions related to the experience of the disease
(Burley et al., 2021).

The work of Kitwood has been remarkable in the field of dementia care
promoting a change in the understanding of the experience of people with
dementia, and several actions have been undertaken to reduce stigma and
social isolation. Nevertheless, the stigma toward people with dementia
still needs to be addressed, since it has an impact on several aspects of the
dementia journey from research to care and to social engagement.

7.2  STiIGMA AND DEMENTIA: THE IMPACT

The impact of stigma toward dementia can be considered at different
levels: the individual, the family, society, healthcare and welfare, research,
and policies.

At an individual level, stigma can lead to feelings of shame, low
self-esteem, a sense of useclessness, withdrawal from social interaction,
social isolation, depression, and anxiety. People with dementia, challenged
by the consequences of cognitive decline, experience several limitations
which impact on their emotional balance.

Families are involved as well by experiencing feelings of shame, isola-
tion, depression, and burden. Some authors suggest the term “courtesy
stigma” or “associative stigma” to refer to the discrimination and prej-
udice experienced by people, because they are parents or relatives of a
person with dementia (Van den Bossche & Scoenmakers, 2022). Another
term proposed is the “affiliate stigma” to refer to the internalisation of
the stigma by family caregivers with negative feelings toward themselves.

At the healthcare and welfare level, the stigmatisation of people with
dementia can be observed at different stages across the care pathway.
Since these aspects are related to the context, The multifaceted impact
of stigmatisation in dementia will be discussed in detail.
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At the societal level, the stigma of people with dementia can lead to the
avoidance of contact and engagement, exclusion from social participation
and involvement in social life, and the loss of friendships which in turn
leads to social isolation and loneliness.

7.2.1  The Diagnosis Disclosuve

Even if a lot of advances have been made for a timely diagnosis of
dementia, a delay in diagnosis, which differs between countries across
Europe and globally, is still observed, and it can last to 3—4 years from the
onset of cognitive decline. Even after several public campaigns, the delay
is still present and is related mainly to the reluctance of the person with
dementia to seek help (37%), the lack of recognition by professionals of
the signs of cognitive decline (33%), the attribution of cognitive changes
to age (26%), and to the length of the diagnostic process (12%) (Woods
et al., 2019). These results outline a combination of a lack of aware-
ness by both professionals and people with cognitive problems and their
reluctance to seek help, which is frequently associated with the fear of
stigma.

The diagnosis disclosure is also another challenge in dementia care.
Even if in most countries it is a right for people to receive informa-
tion about their health condition and it is their own decision to share
health information with others, in the case of dementia this right is not
fully respected. In a survey collected in 5 European countries, several
differences emerge. The direct communication of the diagnosis to the
person with dementia ranges from 40% to 99%, and the lack of direct
communication is partly is related to the expressed wishes of the person
itself while, in large part, it is related to the decision of the healthcare
professional or an explicit request of the family caregiver (Woods et al.,
2019). In other studies, only 34% of primary care physicians commu-
nicate the diagnosis to the person with dementia (Low et al., 2019).
Barriers to disclosing the diagnosis of dementia are at different levels
(Wollney et al., 2022). At the clinician level, some reported barriers are
related to the lack of training, the perceived lack of benefit in diagnosing
dementia, the concern for the patient or the caregiver’s response, and
the capacity of the person with dementia to understand and retain infor-
mation. At the patient/family level, the barriers are related to the lack
of the ability to understand the diagnosis, and to the fears related to
the disease. A systematic review (Yates et al., 2021) focused on the issue
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of diagnosis disclosure from the perspectives of healthcare professionals,
carers, and people with dementia. The authors outline that research is
needed to understand the perspectives of people with dementia regarding
the process of diagnosis disclosure which can help the development of
an approach which is reasonable for all actors involved in the process.
In other words, there is a lack of research regarding how people with
dementia experience the disclosure. It is difficult to disclose the diagnosis
to a person with dementia and there is limited research on their experi-
ence within this process. Considering dementia as a process of decline,
characterised by a loss of capacity, may lead to the person being excluded
and losing their agency. Kate Swaffer (2015), a person with dementia,
described “prescribed disengagement” (the post-diagnostic prescription
to give up some of their usual activities) as increasing stigma and discrim-
ination, reducing self-esteem, and devaluing and demeaning the person
affected by this condition. This process of de-personalization leads to the
exclusion of the person with dementia from being an agent, a person
with rights in need to be heard by others. The consequences can have a
significant impact on the person’s good living and social health.

7.2.2  Advance Care Planning

In several dementia care pathways, the diagnosis disclosure should prepare
for care planning or advanced care planning looking to the future of the
person with dementia, where the loss of capacities may limit their chance
to take part in some decisions about care.

In this domain, diagnostic disclosure plays an important role and only
if people with dementia are aware of their conditions, a discussion about
the future is feasible. We can mention two main barriers at this level.
The first one is related to the attitude of professional carers who avoid
talking about the prognosis of the disease. As for the diagnostic disclosure,
prejudice about the capacity to understand and discuss care options is a
limitation. Furthermore, the absence of a planned process for supporting
people with dementia to accept and adapt to the new situation makes
planning difficult. There are few structured approaches to follow-up the
patient elaboration of the new information, which can support carers and
people with dementia, and facilitate further discussion and a better way to
deal with trauma-related to the loss of capacities and the planned future
(Yates et al., 2021).
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7.2.3  Shaved Decision-Making

The post-diagnostic phase of dementia, which can last for several years,
is usually divided into three stages that are mild, moderate, and severe
(or advanced) dementia. The brain damage is more extended, and the
loss of cognitive abilities is significant with consequences on the loss of
autonomy and a greater dependency. Along the trajectory it is a great
challenge to decide when the person with dementia loses their capacity
to make decisions and also to establish what the content of the decision
is. For example, at the mild-moderate stage, the person may be unable to
understand a complex situation, but they are still capable of agreeing/
disagreeing with aspects related to daily life, such as participation in
activities or comfortable /uncomfortable situations.

The most important barriers in long-term care toward shared decision-
making and care planning for people with dementia are the attitudes of
care professionals and family caregivers, the lack of professional training
in communication skills as well as norms and job overload (Mariani et al.,
2017). As in the diagnosis disclosure and advance care planning, the lack
of involvement of people with dementia in decisions is related to the atti-
tude of others toward the person with dementia and the non-recognition
of their ability to communicate or express preferences and wishes. Even
in the severe phase of dementia, the person is still able to react to external
stimuli and express at least states of pleasure or pain, comfort, or discom-
fort. What is needed is a change in the way carers look at the person with
dementia, recognising strengths along with limitations.

7.2.4  The So-Called Behavioval and Psychological Symptoms
of Dementia (BPSD)

Kitwood (1997), writing about malignant social psychology, uses the
term “labelling”, which can be understood as naming a person by
their disecase or symptoms. In the domain of dementia, there is a
group of symptoms labelled as behavioural and psychological symptoms
of dementia (1996). This category includes aspects related to percep-
tions and thoughts (delusions, hallucinations and misperception), mood
(anxiety, depression, apathy and emotional lability), behaviour (agitation,
wandering, verbal and non-verbal behaviour which can be aggressive or
not), sleep and eating changes. These features are considered as symptoms
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of dementia related to brain damage, which means that they are meaning-
less and the main approach should consist of controlling and restraining
the person living with dementia. From the perspective of Person-centred
care (Kitwood, 1997) the behaviour can be considered as an expression
of unmet needs or as an expression of challenges or difficulties in coping
with changes related to cognitive limitations. Subsequently, Stokes (2000)
suggested the use of the term “challenging behaviour” to describe these
symptoms in order to understand the determinants of the behaviour, thus
underlining the need to find the meaning of certain behaviour in terms
of the needs, desires, and preferences of the person living with dementia.

In the NICE guidelines (2006), the term “behaviour that challenges”
has been used to outline that a certain behaviour can be seen as a reac-
tion or a communication of the person regarding the experience of unmet
needs or distress or the absence of engagement. The main aim is to
cope with the changing situation and to maintain balance and well-being.
Recently, the NICE guidelines (2018) and the Italian guidelines for diag-
nosis and treatment of MCI and dementia use the term “non-cognitive
symptoms” of dementia, while other countries such as Canada or Australia
suggest others as well. What is important to consider is the effort needed
to reframe the concept and to shift from a “pathologizing” approach to
behaviour (Dupuis et al., 2012) toward an approach where the behaviour
is seen as a meaningful communication, and the challenge is related to
the capacity of carers to understand, underlying the determinants of the
behaviour and respond appropriately.

Burley et al. (2021) reported the perspectives of people with dementia
and their carers about BPSD. The results outlined the need for a
reframing of the concept for a better understanding of the experience of
the person with dementia. For example, the authors discussed that the use
of the term agitation can be misleading, while a better description such
as being frustrated or receiving discriminatory behaviour or inadequate
support can better represent the real experience faced by the person them-
selves. The debate around the issue of behaviour in dementia highlighted
the difficulty of carers in particular, but also of the public in general, to
recognise an active role of the person with dementia in the interaction
with the environment and others (carers, friends, and neighbours).
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7.2.5  Behaviour Acvoss the Trajectory of Dementin

As mentioned before, the progressive loss of cognitive abilities, specifically
the capacity to use verbal communication, implies the use of non-verbal
communication as a main skill to interact and exchange with others and
the world. Motor activities (body language) as well as facial and vocal
expressions become the most used tools to express and react to challenges
faced by the person with dementia. Labelling these modalities as “symp-
toms of disease” implies denying the presence of the person, their history,
their preferences and wishes, and their difficulties.

In this way, the process of objectivation (Kitwood, 1997) can lead to a
complete absence of the other. The lack of awareness about the capacities
and abilities of the person with dementia, even in the severe disease stage,
undermines the inalienable human rights of the person.

7.3  GooD LIvING WITH DEMENTIA

The lack of a cure for dementia stimulates a large body of research aimed
at promoting the well-being of people with dementia and their family
caregivers. In recent years, there has been a global effort to refrain the
vision of care for dementia from a “giving up” approach where, in the
absence of treatment people are invited to “give up work, study, and to
go home and live the time left” (Swaffer, 2015), to a more balanced
approach where the focus is on good care and on promoting the quality
of life and adaptation to the consequences of the disease. To achieve this
objective, many researchers focus on interventions aimed at promoting
psychological and social well-being. A large field has been developed
regarding non-pharmacologic interventions or more specifically psychoso-
cial interventions aimed to support people with dementia to adapt and
manage their conditions while preserving a sense of self, identity, and
social participation. Quinn et al. (2022) report the key areas identified
by people with dementia regarding the concept of living well. The key
concepts reported are mostly related to psychosocial aspects such as being
engaged, having an active lifestyle, preserving positive relationships with
others, having a good living situation and environment, having security,
getting on with life, being able to get out and about, a positive outlook
on life, being able to cope, having independence, and having a purpose
in life. As discussed by the authors, all these domains are related to both
psychological and social aspects. In the work of Kim and Shin (2023),
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similar results are reported and four domains of the concept of living well
have been identified: physical (maintaining independence and symptoms
management); psychological (psychological health, emotional balance,
and preservation of a sense of self and identity); social relationships (social
relation, community connectivity, support policies).

What emerges from all these conceptualizations is the important role of
carers, environment, and context in supporting and promoting the chance
of living well with dementia. Despite the consequences of the disease that
can undermine the person’s abilities, the social environment can play an
important role in recognising the strengths and resources of people with
dementia, in facilitating their need for independence, and in using the
appropriate approach and services to manage symptoms. Similarly, at a
psychological level, the empowerment of people with dementia is needed.
Being recognised by others, receiving support to cope with challenges,
and having trained professionals and available interventions to develop a
positive approach are necessary to allow people living with dementia to
maintain their quality of life.

Furthermore, the social environment can have an important role in
ensuring engagement and participation in community life, preserving
social relationships, and supporting inclusion in the social environment.
Finally, the health care and welfare systems need to build skills and
approaches which are not focused on meeting basic needs exclusively, but
also on promoting a more person-centred approach to meet other indi-
vidual needs such as inclusion, utility, belonging, participation as well as
on preserving dignity.

74 SociaL HEALTH AND DEMENTIA

In the recent two decades, a significant change occurred in the global
approach to dementia. The World Health Organization stated that
dementia is a public health priority and a global plan was proposed to
tackle the burden of the disecase. In many countries, a national plan
for dementia has been developed where psychosocial interventions are
highly recommended (Chirico et al., 2021). The interventions are not
only addressed to manage symptoms but also to promote living well
with dementia. Beyond specific interventions directed to people with
dementia and their caregivers, a large body of initiatives addressed the
issue of stigma and social inclusion. Recently, the promotion of dementia-
friendly communities in different countries has aimed to reduce stigma
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while promoting the social health of people with dementia. The main
pillars of the concept of dementia-friendly communities are raising public
awareness about dementia, training the public to deal with people with
dementia and to facilitate their participation and inclusion, and adapting
the social context and environment to the needs and challenges posed by
the disease. The dementia-friendly approach aims to involve people with
dementia in decisions regarding themselves. This perspective involves not
only people with dementia, family caregivers and health care professionals
but also public and private sectors such as banks, public services, groceries,
and many other sectors.

Social inclusion and participation can be also promoted using specific
interventions such as social activities, adapted work opportunities, visiting
museums, and so on.

Promoting social health and social inclusion can have different impacts
on the journey of people with dementia. It can play a role in the preven-
tion of cognitive decline and in enhancing cognitive reserve (Vernooij-
Dassen et al., 2022), but it can also impact the quality of life, well-being,
and the excess of dementia-related disability.

7.5 CHANGING NARRATIVES

Good living with dementia is a complex issue and encompasses different
domains of life. The shift in the approach to chronic disease in general,
and to dementia in particular, enhances the capability to focus on the
experience of the person and of their carers rather than looking only at
the disease. To achieve the objective a broad approach is required and
different domains need to be addressed.

Certainly, research for a cure is needed, but while waiting for a cure, it
is still crucial to support people with dementia and their caregivers. This
support can be provided through different actions at individual, family,
societal, and governmental levels. To support people with dementia, the
recognition of their being a person with values, capacities, and strengths
is needed. To achieve this objective, a different narrative of the dementia
experience is necessary. Changing narratives, from a negative and help-
less one to a more positive and empowering one, can be achieved if the
dynamic between individual and society is addressed.

The example of stigma is very meaningful. Public stigma and self-
stigma can be seen as an interactive process. What others think, feel,
and act toward a specific group is internalised by at least part of the
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target group. In the case of dementia, negative views have an impact
on the experience of the person affected, influencing their quality of
life, and their ability to participate in social life, preserve independence,
and manage their life. From this perspective, the social health framework
including both individual and social-environmental domains can be used
as an umbrella concept to advance both research and practice in dementia
care.
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CHAPTER 8

Ameliorating Epistemic Injustice with Digital
Health Technologies

Elisabetta Lalumera

Abstract This chapter discusses the potential of digital phenotyping
to ameliorate epistemic injustice in mental health. Digital phenotyping,
which analyses behavioural patterns from user data or smart devices,
shows promise in improving mental health care. Whilst concerns exist that
it may exacerbate epistemic injustice by overshadowing individual expe-
riences, the chapter presents a different viewpoint. Through a fictional
case study, digital phenotyping is portrayed as aiding individuals seeking
help by offering more accurate evidence and supporting shared decision-
making. The objection that digital technology overrides personal claims
is countered by arguing against absolute epistemic priority for any diag-
nostic tool in medicine. The chapter acknowledges the need for techno-
logical advancements and ethical considerations but maintains a positive
outlook on the future of digital phenotyping in mental healthcare.
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8.1 DIGITAL PHENOTYPING AND EPISTEMIC JUSTICE

Digital phenotyping involves the identification of behavioural patterns
(phenotypes) from digital data entered by users or recorded by their smart
devices, such as watches. In mental healthcare, digital phenotyping holds
promise for supporting diagnosis, monitoring recovery, and customizing
therapeutic approaches (Insel, 2018; Torous et al., 2016). Whilst its
widespread clinical implementation remains nascent, numerous technolo-
gies and applications are already available for various conditions, including
depression, psychosis, child and adult ADHD, complemented by recom-
mendations and guidelines from scientific societies (Bufano et al., 2023;
Kalman et al., 2023).

Given this context, it is not premature to address a philosoph-
ical question about digital phenotyping in psychiatry: is it conceptually
compatible with epistemic justice, which entails giving individuals seeking
care due credibility? Currently, the predominant trend in literature is to
consider digital phenotyping unfavourably, implying that technology may
worsen epistemic injustice by potentially overshadowing or undercutting
individual voices and experiences in favour of clinical judgement and algo-
rithmic decisions (Birk et al., 2021; Slack & Barclay, 2023). However,
in this chapter, I argue that digital phenotyping may actually alleviate
epistemic injustice in psychiatry. I suggest that it possesses this poten-
tial in various ways, including reducing systemic interpretive injustice,
addressing biases underpinning testimonial epistemic injustice amongst
healthcare professionals, and empowering users to seek help and correct
ineftective or harmful treatment paths.

It’s essential to clarify that my argument does not assert the inherent
goodness of all digital phenotyping technologies in psychiatry. Digital
phenotyping inherits all of the challenges associated with digital tech-
nologies—including ethical data privacy legislation, attention to potential
biases in algorithms, and systematic social action to prevent them from
contributing to the increasing of health inequities caused by the tech-
nological gap (Birk et al., 2021; Quinn et al., 2022)—therefore, many
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prerequisites must be met, before they can be considered ethically viable.
My aim is rather to establish the conceptual compatibility between
digital phenotyping and epistemic justice in psychiatry, provided that
such prerequisites are met. Achieving this compatibility necessitates the
conscious calibration of digital phenotyping solutions in collaboration
with persons undergoing treatment and specialists, acknowledging their
limitations, potentials, and specific epistemic roles within the diagnostic
and treatment process.

The structure of my chapter is as follows: I begin by providing a
brief overview of the potential benefits of digital phenotyping in psychi-
atry, building on previously published reviews. Following that, I give an
illustrated scenario—a vignette—to demonstrate how digital phenotyping
could reduce epistemic injustice in a context of mental healthcare. In
the third section, I address one of the arguments for the conclusion that
digital phenotyping exacerbates epistemic injustice in psychiatry. Worries
have been expressed about how people might not recognize themselves
in algorithmic diagnoses or descriptions of their psychological states, and
about the potential negative effects of risk assessments produced by this
kind of technology (Pozzi, 2023; Slack & Barclay, 2023). To these issues,
I respond that when an individual’s claim conflicts with the predictive or
diagnostic verdict of digital technology, epistemic injustice occurs only
when the tool’s output is given absolute epistemic priority. Instead, I
argue that epistemic priority in medicine must always be relative and
proportional to the accuracy of the instruments, and hence, the criti-
cism is based on an unsound principle. Moreover, no technological device
should be given absolute priority in decision-making, independently of its
accuracy.

8.2 DiGITAL PHENOTYPING IN MENTAL HEALTH

In this section, I will briefly describe digital phenotyping and its current
prospects and applications in mental health. Let’s start by clarifying a few
terms. A behavioural phenotype is a collection of observable behaviours
displayed by a person or group in reaction to internal or external
stimuli. These behaviours might include a variety of acts, reactions, and
patterns, such as cognitive processes, emotional responses, social interac-
tions, and movements. Numerous factors, such as development, environ-
ment, heredity, and individual differences, affect behavioural phenotypes.
In the context of mental health, behavioural phenotypes are key for
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understanding, diagnosing, and treating conditions because they provide
insights into an individual’s psychological functioning and well-being.
This is because the treatment of mental health is currently based on
watching and analysing behaviour, as there are no biological or genetic
biomarkers for psychiatric nosological conditions like those for oncolog-
ical or metabolic diseases, and some believe there will never be (Wolfers
etal., 2018). A behavioural phenotype is “digital” when it is created from
the data obtained from a person’s interaction with their smartphone or
smartwatch, computer, or other wearable technology (Onnela & Rauch,
2016; Torous et al., 2016). The “data” in digital phenotyping are cate-
gorized into active and passive. Active data necessitate user engagement,
such as completing questionnaires about mood on one’s own smartwatch.
Passive data are collected from sensors and logs without any burden on
the subject. They encompass metrics like the number of text messages
sent, accelerometry, and geolocation. Biometric data such as heart rate,
sleep patterns, and skin conductance made available with smartwatches
and other wearables also belong to this group (Onnela, 2021).

This is essentially how a digital phenotyping technology operates. After
data are uploaded to a server or device, they undergoe preprocessing,
including cleaning, to prepare them for further analysis. Machine learning
algorithms are then employed to identify predictive behavioural features
and other biomarkers from these raw data sets. The main challenge lies
in developing an algorithm capable of making valid connections between
features such as the frequency of sent messages or heightened heart rate,
and an individual’s psychological state, such as anxiety. Ultimately, the
goal representation of the person’s mental state and functioning is created
by integrating the identified features with electronic self-reports and other
active data. The final crucial stage for digital phenotyping in psychiatry
stage is clinical implementation, that is, adoption of a valid procedure that
connects detection of changes in the digital phenotype with various inter-
ventions. This process, known as “closing the loop,” involves actions such
as preventing relapse, identifying non-response to treatment, delivering
timely intervention, suggesting a diagnosis, revising an existing diagnosis,
or uncovering comorbidities (Williamson, 2023).

Let’s briefly see why digital phenotyping should bring benefits to
the treatment of mental health conditions. According to its advocates,
digital phenotyping has important epistemic advantages over other types
of behavioural observations and evaluations. First, digital phenotyping is
an ecological observation, which means it captures the individual in their
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daily existence (Huckvale et al., 2019). Traditionally, the evaluation inter-
view for a psychiatric or psychological visit is brief, structured, and may
not always reflect the person’s typical condition in daily life (for example,
they may be calmer or more upset since they are attending a medical
consultation). More specifically, in psychiatry, retrospective questionnaires
conducted by clinicians and self-reports are considered the gold standard.
Unfortunately, retrospective measures are susceptible to memory distor-
tions and may show how people reconstruct the past rather than how they
experienced it, and current mood is likely to alter the information recalled
(Onnela & Rauch, 2016). Moreover, retrospective recollection of average
levels of mood or symptoms may be more challenging than considering
the present time, especially for people with distressing conditions. Digital
phenotyping could address this problem. It can also “expand the psychi-
atrist’s sensory” by including information not generally available in an
interview, like as a person’s heart rate or the number of texts they’ve sent
(Williamson, 2023).

Given that mental health issues are deeply influenced by context and
social factors, it’s crucial to gather data in a way that reflects these
ecological dynamics. Ecological Momentary Assessment (EMA) is a well-
established method for assessing behaviour and emotions in real time
(“in situ”), widely used across medicine, psychiatry, and psychology
(Stone & Shiftman, 1994). However, traditional EMA requires individ-
uals to actively respond to questions about their state at various times
throughout the day, demanding their involvement, effort, and cogni-
tive processing. The shift to digital introduces passive data entry, which,
unlike active EMA, occurs continuously and effortlessly, without placing
any burden on the individual. This transition to passive data entry marks
a significant advancement in data collection methods, offering a more
ecologically valid and less intrusive approach to understanding mental
health dynamics (Onnela, 2021).

Attention-deficit/hyperactivity disorder (ADHD) makes a good
example of how to exploit this feature of digital phenotyping. ADHD
is defined by dynamic symptoms, including hyperactivity, inattention, and
impulsivity, as well as emotion dysregulation. Although much research has
been conducted to investigate between-subject differences (how patients
with ADHD differ from healthy controls or patients with other disorders),
little is known about the relationship between symptoms and triggers,
which could help us better understand their causes and consequences.
A study financed by the European Union analysed e-diaries apps in the
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monitoring of ADHD, with the aim of understanding the temporal rela-
tionships between symptoms and environmental triggers in an ecologically
accurate manner (Koch et al.; 2021).

A further epistemic benefit of digital phenotyping is personalization.
Data are collected and analysed at the individual rather than group level.
Group-level data are useful for determining, for example, how the preva-
lence of a pattern of behaviour or illness varies with sociodemographic
factors, but they cannot be used to make inferences about individuals
without committing ecological fallacy, which is making inferences about
individuals based on inferences about the group to which those indi-
viduals belong. “Individual-level” in digital phenotyping also means that
many data analyses focus on within-person changes over time (Bickman
et al., 2016). At the conceptual level, this resurrects the idea of Georges
Canguilhem, who argued that every person is their own norm and that the
concept of normal and abnormal is strictly unique (Canguilhem, 2012).
We find here a theme that defies the biomedical paradigm, based on
epidemiological or clinical evidence supplied by trials at group level.

In spite of the abundance of new studies, it is crucial to realize that,
at the time of writing, digital phenotyping in psychiatry is more of a
promise than a reliable instrument (Anmella et al., 2022; Engelmann &
Wackers, 2022). There are technical challenges—real-world data obtained
from smartwatches, smartphones, wearables, and human—computer inter-
actions are often noisy, patchy, and substantial in size, and unlike in fields
like medical imaging or genomics, there is no standardized method for
analysing data from digital devices (Williamson, 2023). Moreover, system-
atizing and validating digital phenotyping tools necessitates collaborative,
reproducible, and transparent studies, whereas we still find ourselves in
a situation where digital phenotyping is tested in specific applications,
via small studies, and works with algorithms and devices that are very
different, making them incomparable (Bufano et al., 2023). Finally, there
is currently no consensus on how to close the loop in psychiatric digital
phenotyping, that is, how to respond to the evidence provided by the
tool—a point I will also elaborate on in the fourth section below (Huck-
vale et al., 2019). In sum, effectively harnessing the potential of digital
phenotyping in mental healthcare requires a blend of technical, legal,
clinical, and methodological expertise to translate promise into tangible
benefits (Kalman et al., 2023).
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8.3 AMELIORATING EPISTEMIC
INJUSTICE WITH DIGITAL PHENOTYPING

I have just illustrated that there is still much work to be done before
digital phenotyping becomes routine in mental healthcare. However,
most of the methodological and conceptual aspects of these new tools
are sufficiently evident to allow for a priori assessment of some struc-
tural traits. For example, as seen above, it has been claimed that they
may structurally provide certain epistemic advantages when compared to
traditional assessment tools in mental healthcare. But where does digital
phenotyping stand in terms of epistemic risks, and specifically, the risk of
epistemic injustice, or not giving the correct credence to the person’s
point of view in the care interaction, because of prejudices about the
group to which they belong? The research in the humanities appears to
agree on the negative verdict: digital phenotyping is or will be another
tool of epistemic injustice in psychiatry (Engelmann & Wackers, 2022).
Here, however, I’d want to argue the opposite of that. In this section,
I present a fictitious example, a vignette, to show how digital pheno-
typing could mitigate epistemic injustice. The meaning of the example
is as follows: digital phenotyping could be a tool to be believed and
validated in the request for help, care, and even a more specific diag-
nosis. For the construction of my vignette, I rely on recent research on
so-called high-functioning adult ADHD, a somewhat under researched
and underdiagnosed condition (Crook & McDowall, 2023; Hoben &
Hesson, 2021).

Meet A, a woman in her forties, juggling the roles of a university
professor, a mother to two children from different relationships, and a
partner to someone living in another city. Despite her outward appearance
of good health and well-being, A’s life is fraught with financial strug-
gles, including significant expenses from divorces and accidents for which
she was at fault. She often receives fines for driving infractions and once
overlooked declaring income from a translation job. Despite her modest
lifestyle, she occasionally splurges on unnecessary purchases, sometimes
even going beyond her means to indulge in holidays she can’t afford
for herself and her children. In her professional life, A has battled feel-
ings of inadequacy and unreliability, often feeling as though her ideas
slip through her fingers and struggling to meet deadlines. She’s been in
therapy for years due to episodes of depression and a previous diagnosis
of borderline personality disorder, which later specialists refuted. Over the



148 E. LALUMERA

years, A continues to grapple with dissatisfaction and seeks answers to her
challenges.

One day, whilst reading, A stumbles upon a description of ADHD
symptoms in adult women. Intriguingly, many of the traits outlined
resonate with her own experiences. Eager to gain clarity, she schedules
a psychiatric evaluation to confirm her suspicions. However, the outcome
is not what A anticipates. The doctor explains that whilst A’s own story
suggests the possibility of ADHD, her performance in assessment tests
for her executive functions is average. Moreover, A’s functionality in her
career and personal life, including her role as a professor and her respon-
sibilities as a parent and partner, seems incongruent with such a diagnosis.
Overall, according to the doctor, the typical phenotype of adult ADHD
starkly contrast with A’s outward appearance of health and stability and
with her overall success. This puts an end to the possibility of confirming
an ADHD diagnosis, and A goes back home with an illness with no name.

I would like to add that A’s doctor should not be considered particu-
larly arrogant or uninformed here. It is very difficult to diagnose ADHD
in adult individuals, especially if they have a high I1Q or cognitive abilities
that systematically compensate for their difficulties in executive functions
(Milioni et al., 2017).

Years go by, and advancements in technology lead to the valida-
tion of a digital phenotype for adult ADHD. A, upon learning about
this breakthrough, collaborates with her therapist to explore this possi-
bility. She downloads the necessary app and undergoes testing, revealing
patterns of impulsive spending, bouts of intense or “hyper” focus, and
prolonged periods of unproductivity—details that eluded detection in
her initial assessment. The digital phenotype, in conjunction with tradi-
tional diagnostic tests and A’s own insights, undergoes careful analysis
by her therapist. Ultimately, A receives a diagnosis that aligns with her
self-identification, providing her with the validation she has long sought
regarding her life experiences.

Let us see how, in this fictional case, digital phenotyping helped A.
Because A was observed in greater detail by the technology, an appro-
priate diagnosis was possible. The psychiatrist now has access to a variety
of new and diverse information, whereas previously the psychiatrist’s
assessment of A was limited to the conversation and the patient’s appear-
ance and behaviour during visits. This material exposes A’s struggles in
life and at work, which were previously concealed by the fact that A was
consistently able to make up for them with respectable levels of success
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in both her career and relationships. A now has proof of her particular
pattern of suffering, which the therapist can validate, thanks to digital
phenotyping. A gains insight into their experience and life narrative and
can initiate targeted treatment, including medication-assisted therapy or
psychotherapy grounded in fresh information. Essentially, in this case,
digital phenotyping has done more good than harm, as in any case where
a more accurate diagnostic tool or support is introduced in medicine—for
example, imaging technologies that accurately locate and monitor tumour
progression and response to therapy—with the additional benefit, in this
specific case, of validating the illness claims that previously were dismissed.
In addition, the therapist can easily understand and trust this way of
validating illness claims.

Now we must address the key point, which is that this greater good
than harm is specifically aimed at alleviating epistemic injustice. We know
from A’s fictional case that her former therapist did not accept her
suggestion to rename her illness as ADHD—a term that had never been
suggested to A in her career as a healthcare user. In this, A’s credibility was
harmed and diminished. To be a victim of epistemic injustice, one must,
nevertheless, be more than just someone who is not taken seriously or
who is not given credit for their epistemic contributions; not all mistakes
in credibility assessment qualify as epistemic injustices (Fricker, 2007).
We’re interested in the phenomena in which someone is not believed,
listened to, or understood because of a bias or stereotype about the type
of person they are.

Does A fit this description? It does, in at least two ways—as we can
see if we examine attentively, there is overlapping injustice regarding A’s
knowledge capability. The first and most evident stereotype she falls prey
to is the more familiar from the epistemic injustice in healthcare litera-
ture: A is undervalued in her capacity to aid in the diagnosis by providing
information that differs from what the therapist gathers from question-
naires and assessments because she is a sick person, and she is viewed a
non-expert by the therapist. Crichton, Kidd, and Carel provide a thor-
ough illustration of this particular form of epistemic injustice committed
by mental health professionals against people seeking care, and the idea is
carried through in a number of other publications (Crichton et al., 2017;
Drozdzowicz, 2021; Houlders et al., 2021; Spencer, 2023).

I would add that A is a victim of epistemic injustice because of an addi-
tional stereotype that undermines her credibility more subtly and elusively.
It is the misconception that people who are prima facie good-looking,



150 E. LALUMERA

with an adequate income, and with decent relationship and emotional
achievement cannot be unwell, i.e. cannot bring genuine experiences of
struggle and suffering. Insofar as the therapist’s two intersecting stereo-
types undermine A’s authority, we can acknowledge that A is a victim of
epistemic injustice. However, to the degree that the app’s digital pheno-
typing has made a successful diagnosis possible, this technology has also
helped to ameliorate the testimonial epistemic injustice committed against
A.

I’d like to briefly expand on the point about the “positive” stereo-
type that the app contributes to mitigating. Since adult ADHD is now
receiving more attention, studies have shown that one of the barriers to
receiving a proper diagnosis is precisely the perception of sanity from the
therapist’s part, which can occur when adults with ADHD have compen-
satory mechanisms that enable them to function—if not thrive—despite
their condition (Crook & McDowall, 2023; Hoben & Hesson, 2021).
But stereotyping is not the only bias that psychiatrists and therapists, like
other healthcare practitioners, are susceptible to during the diagnostic
process (Blumenthal-Barby & Krieger, 2015). Another cognitive bias that
is relevant here is anchoring, in which the therapist bases a diagnosis
on the first impression of a person. In A’s case, the first therapist that
dismissed A’s suggestion of an ADHD diagnosis could be described as
anchoring to A’s prima facie appearance (A appeared healthy) and there-
fore disregarding the specific pattern of pain that she was attempting
to express. Anchoring in this case reinforces stereotyping and produces
epistemic injustice. One of the possible advantages of technology-aided
diagnosis is precisely to mitigate cognitive biases such as stereotyping
and anchoring, in psychiatry as elsewhere (Mouchabac et al., 2021). In
as much as these are crucial to testimonial epistemic injustice, digital
phenotyping can contribute to ameliorate it.

It is also necessary to consider interpretative epistemic injustice in order
to determine whether and how digital phenotyping can have an amelio-
rating role. Interpretive or hermeneutical epistemic injustice arises when
a structurally dominating group fails to acquire the conceptual tools to
make sense of the experiences of people from less dominant epistemic
groups and to include them equally in the interchange of knowledge—in
healthcare, when therapists do not engage in finding out the resources
to understand some group of people’s illness claims (Carel & Kidd,
2017; Medina, 2017). If and when digital phenotyping works, as illus-
trated in the invented example of A, it provides a detailed and complete
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behavioural trace of psychological states that, on the one hand, is as close
to the complexity of personal experience as possible, whilst also using a
language that the therapist understands and has already been translated,
so to speak, into an intersubjective code. In this way, digital phenotyping
fills a gap in the therapist’s understanding and, as a result, mitigates
interpretative epistemic injustice.

8.4 EPrISTEMIC INJUSTICE
AND ABSOLUTE EPISTEMIC PRIORITY

As previously said, there is agreement in sociology and philosophy of
medicine that Al-based technologies and digital phenotyping are tools
that exacerbate epistemic unfair treatment towards patients rather than
alleviate it. In this chapter, I will discuss one of the objections that has
been made, which offers an example that is exactly comparable to my
own with rA and the ADHD app. The critique is that the patient may
not recognize themselves in the phenotype, symptom description, diag-
nostic verdict, disease risk assessment, or overall output provided by the
algorithm. When this occurs, technology becomes a tool of epistemic
oppression in the hands of doctors. Melissa McCradden and colleagues
(McCradden et al., 2023) provide this example. A person visits the
psychiatric emergency department with distressing suicide thoughts, low
mood, and anxiety. A predictive Al model built to assess acute risk
deprioritizes urgent care because there is a low possibility of imminent
demand. The model’s decisions are influenced by a borderline person-
ality disorder diagnosis. The patient’s assertions of increased danger are
therefore minimized, resulting in a referral to outpatient care.

According to McCradden and colleagues, this is an example of epis-
temic injustice, where the person’s clear call for assistance is ignored
owing to algorithmic prediction, as the model’s verdict takes prece-
dence over the patient’s urgent care plea. The same claim is made by
Giorgia Pozzi, elaborating on a fictional example of a person in need
who is denied opioid prescription because she is incorrectly categorized
as high-risk of addiction by a predictive model (Pozzi, 2023).

This kind of fictional examples is diametrically opposed to the one I
described above, in the sense that for A, the output of digital technology
(in this case, the digital phenotype) is supporting evidence, whereas here
it is proof against the patient’s claim. Likewise, whilst technology could
ameliorate epistemic unfairness in example A, it actually enhances it here.
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One may be tempted to draw a simple conclusion: perhaps digital tech-
nology and digital phenotyping are tools for mitigating epistemic injustice
when they support the first-person narrative of the individual seeking help
and means for epistemic injustice when they undermine it. If we follow
this reasoning, we must conclude that digital technology in mental health
is neutral in terms of epistemic injustice, as it sometimes mitigates and
sometimes exacerbates it.

However, this conclusion would not address our original concep-
tual question: Does digital phenotyping support or undermine epistemic
justice, before we examine how frequently the technology’s findings
correspond with an individual’s own testimony?

Let us try another way. As pointed out in both papers under consider-
ation, an epistemic injustice arises in the application of digital technology
because the clinician considers this much more than any other source of
evidence, particularly the claims of the person seeking assistance. In other
words, the diagnostic tool’s evidence is given absolute epistemic priority.
This attribution of absolute epistemic priority to the machine’s verdict is
described as a very likely risk (a possibility) (McCradden et al., 2023) but
also as something that is already happening (a fact) (Pozzi, 2023).

Given the lack of data on the usage of predictive digital technologies, it
is critical to return to the conceptual level in this discussion. Certainly, it is
possible that absolute epistemic priority is given to a diagnostic or predic-
tive tool in medicine, but from a conceptual and normative perspective,
this is not justified either epistemically or ethically. Let us see why, in clin-
ical assessment and diagnosis, such an absolute epistemic priority principle
is, at the very least, contentious. To begin with, all medical technologies,
whether predictive or diagnostic, have an accuracy level that essentially
represents their capacity for error-free performance (Deeks et al., 2023).
The accuracy of diagnostic tests and technologies varies greatly, especially
without the use of artificial intelligence or the complex field of psychiatry.
A clinical test performed by an orthopaedic surgeon or physiotherapist to
determine whether there is a meniscus damage (knee joint) typically has
an accuracy of about 70%, whereas a lab pregnancy test has an accuracy
of 99% (Shekarchi et al., 2020). If we take accuracy into consideration,
it makes sense to give the results of a pregnancy test epistemic priority
above the statements of someone claiming, say, that they are not preg-
nant. It makes considerably less sense and is not justifiable to give priority
to a clinical test in the case of a meniscus injury over the patient’s medical
history or the information they supply. Essentially, my point here is that
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any test or diagnostic technology has a relative epistemic priority and this
should be based on how accurate it is—a point acknowledged by (Carel &
Kidd, 2014).

There is another crucial step to make: although a test or extremely
accurate diagnostic technology may legitimately have epistemic priority
over a patient’s claim in a clinical assessment or even diagnosis, it is not
the same thing to state that the diagnostic tool can dictate the clin-
ical decision. The last five decades of bioethics have taught us, at the
very least, that the individual receiving medical care and the healthcare
provider must always collaborate to make the clinical decision. If a highly
accurate imaging test reveals to the orthopaedic surgeon and person B
that there is a substantial lesion, and we agree that this test is the best
approach to determine what is going on with B’s meniscus, it will still
be B, together with the healthcare professional, who decides what to
do, whether surgery, other types of interventions, or simply going home
hopping on the other foot.

Let us return to digital phenotyping and other Al-based diagnostic
and prediction solutions for mental health. For the time being, none are
as accurate as a pregnancy test, and there are strong indications that none
will ever be. As a result, it is unlikely that we will be able to justify giving
the results of these diagnostic tools epistemic priority. Moreover, it is
impossible to defend giving the digital phenotype or the risk predictor’s
output absolute priority in clinical decision-making, as is the case with
all clinical and predictive testing in medicine. Technologies can be useful
decision-making tools, and the therapist will consider them based on their
accuracy and validity. However, ultimately, the choice on what to do must
come from the interaction between the therapist and the individual in
care.

We now have a response for the criticism of McCradden and colleagues
and Pozzi. Their concern was that when the algorithm does not vali-
date the claim of the person seeking assistance, it will inevitably override
the person’s voice. The response is that the algorithm will only trump
persons’ voices if we grant it absolute epistemic priority and decision-
making authority. However, the former should be dependent on the
accuracy and validity of the technological tool, and the latter is, to put it
simply, always ethically and procedurally inappropriate in clinical encoun-
ters. As a result, the psychiatric emergency case presented as example
of epistemic injustice is rather a case of bad medicine, in which the
shortcomings and functions of the digital technology are not adequately
understood.
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8.5 LoOKING AT THE FUTURE WiTH OPTIMISM

In this chapter, I have provided reasons to respond positively to the
question: can a digital technology like digital phenotyping mitigate epis-
temic injustice in mental health? I have presented a hypothetical case
in which the output of the technology becomes an ally for the person
seeking help to defend their claim, as it represents them more faithfully,
expands the evidence traditionally available to the clinician, and easily
integrates into shared decision-making processes. The example demon-
strates a conceptual possibility, the realization of which depends factually
on the maturation of appropriate technologies in terms of both accuracy
and ethical and legislative levels. The hope is that these technologies can
mature in the desired direction.

I have considered the objection that digital phenotyping and risk
prediction models in mental health are tools of epistemic injustice because
they de facto minimize the patient’s claim by providing a type of
evidence that takes absolute epistemic priority not only in the person’s
assessment, but also in decision-making. I replied that if the abso-
lute epistemic priority of digital technologies in diagnosis and medical
decision-making were justifiable, then digital phenotyping in mental
health would be incompatible with epistemic justice and, consequently,
could not contribute to it. However, this principle is not defensible in
any area of medicine. The fact that clinicians and the system may misapply
predictive technologies in mental health is a possibility, but the idea that
they must misapply them due to conceptual necessity is a conclusion that
does not follow. We must not confuse, in philosophy, the realm of empir-
ical possibilities with the conceptual realm, and bad medicine with bad
tools.
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