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█ Abstract This paper develops a phenomenological analysis of the disturbances of self-experience in dementia. After considering the lack of conceptual clarity regarding the notions of self and person in current
research on dementia, we develop a phenomenological theory of the structure of self-experience in the
first section. Within this complex structure, we distinguish between the basic level of pre-reflective selfawareness, the episodic sense of self, and the narrative constitution of the self. In the second section, we
focus on dementia and argue that, despite the impairment of narrative self-understanding, more basic
moments of self-experience are preserved. In accordance with the theory developed in the first part, we
argue that, at least until the final stages of the illness, these self-experience in dementia goes beyond the
pure minimal self, and rather entail forms of self-reference and an episodic sense of self.
KEYWORDS: Narrative Self; Episodic Self; Minimal Self; Dementia; Self-disturbances; Phenomenological
Psychopathology.
█ Riassunto L’esperienza del sé nella demenza - Questo articolo sviluppa un’analisi fenomenologica dei disturbi dell’esperienza del sé nella demenza. Dopo aver considerato l’assenza di una piena chiarezza concettuale circa le nozioni di “sé” e “persona” nella letteratura sulle demenze, la prima parte dell’articolo sviluppa una teoria fenomenologica dell’esperienza del sé. In questa struttura complessa distingueremo il livello dell’esperienza preriflessiva del sé, il senso episodico del sé e la costituzione narrativa del sé. Nella
seconda parte ci concentreremo sulla demenza, sostenendo che, malgrado la compromissione
dell’esperienza del sé narrativo, restano preservati momenti più elementari dell’esperienza del sé. Coerentemente con la teoria presentata nella prima parte, sosterremo che, quantomeno nelle fasi finali della malattia, questi momenti non si limitano alla dimensione del puro sé minimo, ma implicano forme di autoriferimento e un senso episodico del sé.
PAROLE CHIAVE: Sè narrativo; Sè episodico; Sé minimo; Demenza; Disturbi del sè; Psicopatologia fenomenologica.


ONE OF THE MAIN FOCUSES of current research in phenomenological psychopathology is the understanding of psychiatric illness-

es as self-disturbances.1 Therefore, the relation between phenomenology and psychopathology can be seen as a two-way relation.
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On the one hand, phenomenological analyses of self-experience are adopted to understand the experiential features of specific illnesses. On the other hand, those results of
the empirical studies concerning those illnesses can also provide insights to further refine or better determine the theory of selfexperience. Thus far, there are relatively few
phenomenological studies focusing on dementias.2 However, we believe that the phenomenology of self-experience and its disturbances can also offer a very fruitful approach to addressing such pathologies. Conversely, the study of dementias provides further insights to more concretely address the
complexity of self-experience.
Currently, questions related to the preservation of the self, self-identity, and personhood in Alzheimer’s disease and other dementias are debated in psychiatry as well as
in clinical and social psychology. These questions are of crucial importance not only for
theoretical reasons, but also for ethical, clinical, and social reasons. An overview of the
debate, however, shows that there is no complete agreement among researchers about the
definition of self and person, and consequently there is also none concerning how
self and person are affected in dementia. The
definition of both concepts, indeed, is alternatively based on different criteria, e.g., psychological, ethical, sociological, theological,
interactional, etc.3
The concepts of self and person are sometimes considered as equivalent, at other times
the concept of person is internally articulated
and entails different aspects of human existence, ranging from the biological basis of the
organism up to social and moral dimensions.
This lack of conceptual clarity generates some confusion as to whether we can talk
about the preservation of self and person in
dementia. These problems particularly emerge from two somehow conflicting agendas:
on the one hand, the attempt to provide descriptive observations concerning how dementia affects self-experience (e.g., memory
disturbances, lack or loss of moral responsi-
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bility, etc.) and, on the other hand, the need
to ethically and socially legitimate personoriented models of dementia care, which are
precisely based on the recognition of person
of personhood and the personal dignity of
dementia patients.4
In this paper, we shall concentrate on the
descriptive aspect, and only marginally touch
on ethical questions. Rather than trying to
disentangle the descriptive, ontological, and
ethical dimensions of the concept of person,
we shall focus on the concept of self and on
the complexity of self-experience. Particularly, we shall address the articulation of prereflective and reflective moments of the self.
We understand the self as fundamentally
grounded in self-experience, i.e., in how one
experiences oneself as a living being in a given environment. In our view, the questions
related to personhood should also be considered to be grounded in this basic layer of selfexperience.5
Our leading question, thus, will not be
whether we can attribute the status of persons to dementia patients, in relation for instance to their dignity. Without a thorough
analysis of the disturbances of self-experience, this question risks confusing the psychological and psychiatric analyses of the
disease with the evaluation of the moral, social, and juridical treatment of dementia patients. We believe, however, that the phenomenological analysis of the disturbances of
the self and self-experience in dementia offers a fruitful basis, which may be further developed also to also investigate these issues.
One of the problems underlying the abovementioned conceptual confusion seems to be
related to the idea that selves are constitutively narrative unities, i.e., that they are constituted or constructed in and through coherent narrations. Although we believe that
narrations play a role in the formation of our
self-understanding as persons, we also contend that there are more basic layers of selfexperience, which do not have such a narrative structure. Such basic layers, as we will
argue, are internally articulated and can en-

Self-experience in Dementia
tail both pre-reflective self-awareness and reflective moments, which presuppose language but not necessarily narrations.
Discussing the so-called narrative theory
of self, in the first section of this paper, we
argue that this theory does not offer an exhaustive understanding of self-experience.
Based on the phenomenological inquiries into self-experience, an alternative account,
which considers the self as fundamentally related to the sense of “mineness”, will be proposed. In the second section, we will more
directly focus on dementia and argue that,
although higher-order forms of narrative
self-understanding are severely impaired,
more basic moments of self-experience are
preserved. We argue that, at least until the
final stages of the illness, these moments go
beyond the pure idea of a minimal self, and
rather entail the capacity for self-reference,
self-other distinction, implicit memory, and
emotions.
█ Sense of self, self-reference, and narra-

tive

In this section, we introduce some important distinctions concerning the nature of
self-experience, self-reference, and narrativity, which will guide our understanding of the
disturbances of self in dementia. The narrative account of the self, with its many variants, currently counts among the most widespread theories aiming to define what a self is
and how it is constituted. Several authors
coming from different philosophical traditions have developed different versions of
such a theory.
As it has been shown, these theories differ
from one another in some essential respects,
and there is little consensus on what the narrative view of the self should entail.6 Nevertheless, there are some shared presuppositions of the different narrative accounts of
the self. The most important presupposition
seems to be the idea that the concept of self
applies to beings who are capable of “making
sense” or giving meaning to their lives in a
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social and cultural context. From this perspective, the notion of narrative self also becomes relevant within the ethical discourse.
Indeed, as Strawson points out,7 considering the narrative accounts of the self, two
main theses can be distinguished: the “psychological Narrativity thesis” and the “ethical
Narrativity thesis”. Whereas the former is a
straightforward empirical and descriptive
thesis about how human beings experience
their lives, the latter entails the normative
claim according to which conceiving or living
one’s life as a narrative unity is per se a good
thing. Depending on how one understands
narrativity, one can subscribe to or reject
both theses altogether, or one can subscribe
to one of them but not to the other. As we
shall see, however, in several accounts of the
narrative self, the two theses seem to be,
more or less explicitly, connected.
Our critical assessment of some implications of the narrative accounts of the self is
not intended to deny the crucial role that the
elaboration of self-narrations can play in understanding ourselves as moral beings in a
community. Nevertheless, we shall argue that
there are dimensions of our lives, which we
would still recognize as constitutive of the
self, that do not have such a narrative structure, although they can entail basic forms of
self-reference. In other words, we do believe
that the idea of a narrative self is suitable for
elaborating a theory of the person as a moral,
responsible, and social being. Yet, we also defend a larger understanding of the self, which
not only entails aspects that are relevant for
ethical and cultural discourse, but also more
basic aspects that relate to our active and
passive experience and engagement with the
world and with others, mostly at the sensory
and affective levels, as well as the capacity for
self-reference.
Also, we do not claim that narrativists
would simply neglect that there are such aspects, although they do not seem to consider
them relevant for a theory of the self. And
this precisely because the concept of self they
adopt seems to come closer to the full-fled-
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ged idea of person. In the second section of
this paper, we shall argue that, although several moments of the narrative self and personhood are impaired in dementia, more
basic aspects, which entail not only immediate and direct experience but also elementary
forms of self-reference, are preserved up to
the advanced stages.
The claim that both our sense of self and
our lives are constitutively narrative in their
structure and that such narrative self-constitution has an impact on our self-understanding as moral and social beings has been
defended, from partially different perspectives, by Ricoeur, MacIntyre, and Taylor.8
Also, Dennett,9 despite considering the self as
nothing more than a useful fiction, claims
that such a fiction is necessarily constituted
through narrative. However, he also emphasizes that we should distinguish the narrator
of the story (in his view, the brain as a narrative generating machine) from the protagonist of the story, which is precisely generated
by the narrating brain.
Despite all the differences among these
and other positions on what it means that
selves are constituted through narrative,
which we cannot discuss here, it is possible to
highlight some important and reciprocally
interconnected implications of the very idea
of a narrative self, independently of the specific nuances of each theory. We shall now
introduce and then critically discuss four of
these implications, which are particularly relevant for our interpretation of self-experience in dementia.
First, narrative accounts of self presuppose a specific understanding of temporality.
Narrative temporality, indeed, is not reducible to either objectively measurable, physical
time, or to the subjective experience of pure
lived-duration. It is rather the temporality of
a story, with its development that unfolds
from the beginning to the end.10 In this sense,
as Strawson emphasizes,11 narrations are based on the sense of diachronicity, i.e., on the
conception of oneself as something that was
there in the further past and will be there in

Summa & Fuchs
the further future.12
Secondly, if the self is an interpreting being and if it is constituted in and through
narratives, then it should also be conceived as
the product of the reflection on and the interpretation of singular episodes and their
diachronic interconnections. These episodes,
as well as their interconnections and diachronic articulation within the overarching
unity of a life-history, are understood as
meaningful unities. Accordingly, self-narratives, although they do not need to really assume the shape of an autobiography, are
grounded in what is generally addressed as
autobiographical memory. Moreover, they
necessarily have a meaningful structure and
are symbolically mediated.13
Thirdly, the meaningfulness of one’s lifehistory should be primarily understood in relation to the valuable or significant aspects in
one’s own life and to purposeful agency in
social and cultural contexts.14 What we include in our self-narratives is “what matters”
to us: not merely something that we experience or that happens to us, but rather moments of our personal agency. Narrativity, in
this sense, applies to both singular actions,
characterized by purposefulness and unfolding in a given time-span, and to the unity of a
life-history. Accordingly, on this account,
narratives have ethical relevance and axiological implications: the narrative interpretation
of actions depends on what we recognize as
values, aims, ideals, etc.
Fourthly, narratives will be considered as
related to intersubjectivity, sociality, and culture. This is primarily because stories are
elaborated to be narrated to others or to be
read by others. Therefore, a more or less explicit communicative and social endeavor is
entailed by the very definition of narrativity.
Moreover, given that through narratives we
primarily understand ourselves as agents, we
will recognize that actions generally assume
their meaning only within a cultural domain,
that they can ground the recognition of cultural membership, and that they mostly have
an interactive component. These implica-
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tions of the narrative accounts of the self
converge in two main points.
On the one hand, narrative accounts of
the self are deeply related to the attempt to
make sense of human life and particularly
human agency. Therefore, they have the
power to give shape and meaning to the temporality, the events, the decisions, and the
actions of one’s own life. In this respect,
however, it is questionable whether such
shape and such meaning are there from the
beginning, or rather whether they are exactly
what the narrative produces. This is notably
implied by the fact that narratives, as we
mentioned, are the result of acts of reflection
and entail an interpretation of what has already happened in relation to larger meaningful and diachronic unities. On the other
hand, if the self is understood as a narrative
unity, and if the narration is what expresses
the ultimate aim and meaningfulness of each
of our actions, then the self is supposed to
inherently have a teleological nature. Its ultimate aim is that of living a good life.15 Although this ethical/teleo-logical dimension is
not equally present in all narrative accounts
of the self, it seems to be implied whenever
emphasis is put on the relation between self
and agency, as well as on the relation between agency, moral values, and deliberations.
Although we would agree with the claim
that telling stories about one’s life, giving a
meaningful shape to one’s actions, and understanding one’s own life-history in terms of
the “things that matter” play an important
role in one’s own self-understanding and in
the constitution of ourselves as persons, we
do not believe that the narrative accounts are
really exhaustive concerning the question of
self-experience.
More precisely, we consider that such approaches set too high requirements for talking about the self and, in so doing, they underestimate more elementary forms of selfexperience. Accordingly, we agree that narratives help us in making sense of our lives –
think of the importance of self-narration in
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therapeutic settings, or even more commonly, on how we often try to sort out our lives
by talking with friends. How-ever, we also
believe that, first, meaning and coherence are
something that we often retrospectively
elaborate on the basis of the interpretation of
what has already happened, or that they relate to some future or “prospective” sensemaking, which however remains indeterminate. Secondly, we do also have some prenarrative forms of self-experience, which can
entail not only moments related to an immediate sense of mineness, but also forms of reflective self-reference. We shall now expand
on these points by critically replying to the
four above mentioned implications of the
narrative account of the self.
█ The temporality of self-experience

When we look at the train passing, when
we listen to a melody, or when we write a letter, we are not only consciously aware of
what we are attending to. We are also aware
of the temporality of our action or of our
perception.16 This is not only true when we
act or when we perceive change, but also
when we perceive something unchanging,
like an enduring note. As is well known, Husserl17 develops a micro-analysis of time-consciousness by showing how each and every
experience is based on the temporal interweaving of original impression, retention,
and protention. The just elapsed note of the
melody is still present to us while we perceive
the next one, and we implicitly anticipate
that yet another is coming.
Without discussing all the details of the
complex phenomenological analyses of time
consciousness, it is important to highlight
that such a micro-structure of experience, going through to the whole stream of consciousness, entails a most basic kind of selfawareness, which is not articulated in a narrative form. We shall be disappointed if the
melody is suddenly interrupted, which means
that we have a sense for the temporal unfolding not only of the object in question, but al-
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so of our perception thereof. Such a spreading-out of experience, however, does not
have the structure of an unfolding story, with
a beginning, a meaningful, and an end. It is
experienced, in Bergson’s terminology, as duration.18
Moreover, the temporality of the self is
often episodic, rather than diachronic and
narrative. As Strawson argues, our sense of
self emerges in each experiential episode, i.e.,
the sense of self does not necessarily presuppose that we conceive of ourselves as something that was there in the further past and
will be there in the further future.19 The
structure of episodic temporality is still that
of the retentional-protentional interweaving,
yet the episode we are living-through does
not need to be coherently situated within the
overarching unity of a life-history. We are
present to us as temporal beings in each and
every episode.
This idea of episodic temporality can also
be found in Husserl’s theory of perception.
Indeed, every act of perception, according to
Husserl, certainly has spatial and temporal
horizons and is intertwined with other acts.
However, each and every act of perception is
also a concrete unity in itself, within which
we can reflectively select singular and smaller
unities, all having the character of unitary episodic perceptions.20 Grounded on the more
original and unbroken unity of the temporal
stream of consciousness, which is also the
condition of possibility for every narrative
self-interpretation,21 this possible “fragmentation” highlights the partial autonomy of
each perceptual episode and consequently of
the self in each perceptual episode.22
This view has clear implications for the
role of memory in self-experience. In narrative accounts, the relevant memory is explicit, and notably autobiographical. In the account of self-experience we are privileging
here, the relevant memory is instead implicit:
it entails, in the most fundamental sense, the
retentional awareness of our past, embodied
habits and other kinds of bodily and situation-related associative memories.23

█ Self-awareness, self-reference, and narrativity

In phenomenology, it has often been emphasized that the self cannot be considered as
a monolith; it rather has a complex structure,
within which basic layers of self-experience
are distinguishable from higher layers, involving reflection on one’s own experience. 24
The notion of minimal self is often adopted
in current research in order to name such
basic layers of experience. When I am seeing
a tree, listening to a melody, or desiring to eat
a piece of cake, I am certainly primarily
aware of the tree, the melody, and the cake as
the objects which my acts are directed to.
However, in all cases, I am also aware that it
is “me” who is seeing, listening, and desiring.
The “sense of mineness”, which all my experiences have in common, grounds the
sense of self in the most fundamental and
comprehensive sense. And this for two reasons: first, because this sense of mineness
characterizes all experiences, even those that
are not reflected upon, and secondly, because
it extends from the domain of bodily sensations up to the higher sphere of predicative
thought.
Being based on autobiographical memory
and self-reflection, self-narrations are nevertheless grounded in this basic pre-reflective
self-awareness. Besides such aware-ness,
however, self-narrations also entail selfreflection, identification over time, and the
faculty to give a meaningful shape to the succession of one’s own experiences. This being
said we also believe that the relation between
the minimal and the narrative self should be
more closely investigated.
First, whereas the notion of narrative self,
in spite of all the nuances of the various interpretations, is quite consistently defined,
the notion of minimal self is rather ambiguous. For instance, different claims have been
made as to whether the minimal self does or
does not entail something like temporal
spreading-out and implicit memory, as to
whether it should or should not be consid-
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ered as relational and social, etc.25 In our account, the minimal self should be understood
as related to the basic sense of mineness,
which also implies a sense of otherness and is
grounded in sentience, and in the microstructure of temporal spreading-out we described above. This kind of awareness can be
said to be immediate, since it is not grounded
in any self-reflection and identification over
time, but rather only on the implicit awareness of my being episodically “present” in my
thinking, feeling, moving, etc.
Secondly, it is hard to find the pure form of
this elementary kind of self-experience. Forms
of non-narrative, episodic linguistic mediation, like indexical or gestural self-reference,
as we will see, are preserved even in cases of
highly impaired cognitive capacities. Such
self-reference already entails a form of selfreflection, and accordingly goes beyond the
minimal level of sentience, but it does not entail any narrative self-understanding. Referring to myself as “me”, I do not remain on the
level of purely living-through an experience,
nor do I eo ipso elaborate a story about myself, although I accomplish a form of episodic
self-reflection. Such moments of self-reference are presupposed by the elaboration of
self-narratives, since there cannot be a narrative about oneself which does not include
self-referential terms. Accordingly, we suggest that these forms of self-reference, together with an extended awareness of diachronicity, can define the basis for the transition from the minimal sense of self to higher
levels of narrative self-experience.
Understood in relation to self-reference,
the sense of self entails the possibility of becoming aware of the “polarization” of our
experience, which is implied while we experience ourselves as being affected by something other and as being the source of possible actions.26 Finally, the sense of self is primarily mediated by the body, as the carrier of
sensations, as the centre of orientation, and
as the source of movement. Bodily selfexperience is further essentially affected by
implicit body memory.27
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█ Values and emotional experience
As we mentioned, narrative accounts of
the self often entail the reference to values
and to a teleological understanding of selfexperience as oriented towards a “good life”.
Also, in this case, we do not want to neglect
that, in making sense of our lives through the
elaboration of stories about ourselves, we
tend to emphasize the moments that are relevant to us: ideals, decisions, and generally
experiences that matter. Nevertheless, facts
and experiences that make up our lives are
often interpreted as meaningful only ex post
facto, as if reflectively related to some form of
“teleological” development in our self-understanding.
Even prospective narrations about how
we imagine ourselves in the future are embedded in such “teleological” self-understanding and do not fully determine the way
we experience ourselves in specific contingent situations (otherwise we could not explain, for instance, how something like the
experience of being surprised about oneself is
possible). Thus, we contend that what structurally comes “before” such a meaningful interpretation also has the character of selfexperience. Moreover, we shall emphasize
that not all experiences in which we are
aware of ourselves can be understood as purposeful actions. A sense of self also emerges
in very elementary experiences like sensing,
bodily moving, perceiving, etc. And finally,
the constitution of values can be considered
as grounded in feelings and emotions,28 and
both feelings and emotions are vehicle for
self-awareness.
In some recent studies, the claim has been
made that emotions also have a narrative
structure. For instance, according to Goldie,29
narration is responsible for synthesizing the
intentionality of feelings (feelings toward)
and their bodily relatedness (bodily feelings)
in the unity of an emotion. Accordingly,
emotions are unities grounded on feelings
and are themselves further organized within
the larger narrative unity of a personal life-
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history. Slaby30 understands feelings and emotions as expressing the subjective apprehension of the value of an object or a situation.
He further argues that the meaningfulness of
feelings and emotions can be explicated in a
narrative way. Thus, narrativity is considered
to shape a structural unity embracing the different partial aspects of affective states and
to synthesize them. The narrativity of emotions, then, refers to both the unity of singular episodes and the embedding of such episodes in the larger unity of subjective life.
With regard to this theory, it is again
questionable whether the temporality of feelings and emotions corresponds to that of a
narrative. Feelings and emotions are primarily something that affects or surprises us as a
kind of Widerfahrnis.31 Accordingly, the narrative explication of feelings and emotions is
something retrospective and presupposes
what we have called pre-reflective experience, in which specific emotions and feelings
passively emerge.32 Such experience is also
grounded upon the threefold structure of inner time consciousness (presentation, retention, and protention), yet it also entails moments that are more closely related to our
lived-body.
In all cases, I am aware that it is “me” who
experiences an emotion or who is affected by
a feeling. Accordingly, we contend that the
sense of mineness also emerges in emotional
experience before the explicit thematization
of the emotion itself and before the thematic
constitution and apprehension of values, and
notably of moral values.

█ Self and other
As we mentioned above, intersubjectivity
plays an important role in narrative approaches to the self. Narrations only make
sense within an intersubjective context, in
which we communicate to others what we
consider to be meaningful about our lives.
Moreover, as Zahavi points out,33 intersubjectivity is crucial in the very formation of
narratives. Even if I can be both the narrator
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and the main character of my life-history, I
certainly cannot be its sole author. I am not
responsible for the beginning of my own story, which has always already been made for
me by others. Also, my choices and decisions,
and more generally my “being in the world”
always involve others. In this sense, selfnarratives should indeed be considered as the
result of “co-authorship”, since others and
my relationships to others essentially contribute to shaping “who I am”. Self-narrations are always embedded in larger social,
historical, and cultural forms of sensemaking, and they acquire their meaningfulness only against that background.
Emphasizing the meaning of sociality and
co-authorship, however, does not mean that
we can simply “delegate” to others the task of
making (narrative) sense of our lives. As we
shall see, this option has been defended in
some studies on dementia. Yet, on our account, self-experience primarily concerns me,
and it is not something I can delegate to
someone else. In other words, the emphasis
on the role of intersubjectivity and sociality
in the constitution of meaning, and in shaping the narratives of our lives as meaningful
unities, should not be understood as something that overcomes the fundamental
asymmetry between self and other.
Despite all intersubjective communication and sharing of a common world, there is
a sense in which the experiences of the other
remain inaccessible to me, and conversely
there is a sense in which my own experiences
are inaccessible to others. Or, to put it in a
better way, there is a fundamental and inevitable asymmetry between how I experience
my own pain, anger, or happiness, and the way
my pain, anger, or happiness are experienced
by others.
Again, narrations are not the primal way
in which we experience ourselves in intersubjective relationships. As Zahavi argues,34 this
claim can be substantiated both from a developmental-psychological and from a phenomenological point of view. Developmentally, children engage in sophisticated forms
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of social interactions (e.g., through eyecontact, expression, and bodily behavior)
much before they acquire the capacity to tell
stories. Moreover, our experience of the other’s feelings, desires, and beliefs is arguably
not only mediated by the stories the other
tells about him/herself. Primarily, such an
experience is mediated by bodily behavior
and expression in a meaningful context. I do
see the pain on your face when I see you crying, although I am also immediately aware
that I do not experience that pain in the same
way as you do.35
Our sense of self, thus, is deeply intertwined with a sense of otherness, which precedes and grounds the elaboration of narratives, although it can also entail some prenarrative forms of self- and other-reference.
Such experience of otherness does not imply
autobiographical explicit memory, and yet it
can also entail moments of implicit awareness of our past interactions, mostly embodied in concrete attitudes, behavior, gestures,
expressions, role-taking, etc.36
In the next section we shall discuss the
implications of these remarks on the complexity of the self for the phenomenological
analyses of the disturbances of selfexperience in dementia.

█ Self-experience in dementia: A phenomenological account

In the previous section we addressed the
complexity of self-experience by critically
discussing some central aspects of the narrative theory of the self. Specifically, we have
seen that self-narratives are relevant for making sense of our lives as well as for understanding ourselves as responsible persons and
moral beings. Yet, self-narratives should be
considered as grounded upon a more basic
sense of self, which accompanies each and
every experience, and also upon forms of selfreference that do not originally have a narrative structure, but can be considered as episodic. Concretely speaking, what we have
addressed as the basic sense of self and epi-
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sodic self-reference can be analyzed by considering those cases in which the capacity for
narrative self-reference has not been developed yet, as in very early infancy, or in cases
in which it has been impaired. Dementia is
an example of the latter case.
Dementias, indeed, comprehend a complex set of neurodegenerative diseases, characterized by the progressive impairment of
several cognitive capacities.37 Such impairments, and notably those related to autobiographical memory and the sense for diachronicity, clearly impinge on the narrative capacity. The question concerning the preservation of the self in the current research on
dementia is often motivated by observations
related to such impairments. This shows how
the narrative theory of the self, even when it
is not explicitly thematized, at least implicitly
shapes the discussion in several disciplines
and in the public discourse.
As has been argued,38 although there are
several differences among those theories and
although there is no univocal interpretation
of what the self and self-experience are, many
theories seem to converge on the idea that
the self is diachronically, narratively, and socially constructed. The previous account of
the complex relation between the basic sense
of self, self-reference, and self-narratives can
allow us to better identify which layers of experience are affected in dementia and which
are preserved in spite of the mentioned cognitive impairments.
In what follows, we shall proceed along
the lines of the previous discussion and focus
on the four main points we have assumed as
guiding threads in the first section of this essay: (1) the temporality of self-experience;
(2) self-awareness and self-reference; (3) values and emotional experience; and (4) the
relationship between self and other.

█ Temporality
As is well known, memory impairments
are among the first symptoms characterizing
dementia. For our argument, the impairment
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of autobiographical memory is particularly
relevant, since such memory, related to the
consciousness of diachronicity, plays an important role in shaping our self-narratives.
The suggestion we have made in the previous
section is that we can still talk about a sense
of self in temporal unfolding, without presupposing autobiographical memory and diachronic self-understanding (i.e., without conceiving of oneself as existing in the further
past and future).
In his seminal work on lived time and the
disturbances of temporal experience, Minkowski39 develops some important insights
into the relation between the basic sense of
self and the experience of time in dementia.
He particularly emphasizes that dementia
patients, in the early and intermediate stages
of the illness and when they are still capable
of expressing themselves through language,
tend to situate themselves in precise and episodically contingent temporal coordinates
(“today”, “right now”), even when this does
not seem to be required.
According to Minkowski, this is strictly
related to the patients’ need to establish some
sense of familiarity in the present moment, or
to their search for orientation in the experienced situation. This tie to the present situation somehow works as a compensation for
the incapacity to locate oneself in the larger
diachronic horizon of time in the world. Emphasizing the bond with the present situation, these remarks indicate that dementia
patients are aware of themselves as episodically experiencing beings in this concrete situation, in which they try to find some backing sense of familiarity.
The situational relatedness of dementia
patients’ pre-reflexive temporal experience,
however, does not exclude the possibility that
the past, although not recollected or articulated in a narrative way, also plays a role in shaping such experience. As we mentioned above,
our episodic experience of a situation entails a
fundamental implicit relation with our past,
which we understand under the heading of
implicit memory and body memory.40 Differ-
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ent from explicit memory, and notably from
autobiographical memory, implicit memory
is not grounded upon an explicit sense of diachronicity and does not mentally “reproduce” the past through an act of recollection.
In implicit memory, the past is rather enacted or has a pre-thematic impact on our present experience without a conscious presentification of specific objects, experiences, or
events. Besides, if we do not reduce experience only to mental processes, but rather
take its concrete unfolding into consideration, we shall recognize that implicit memories are strictly related to the lived-body. Our
episodic sense of self is deeply shaped by implicit body memory, which can be considered
to entail the totality of those dispositions
which are mediated by bodily experience.
The preservation of implicit memory until later stages of the development of dementia has been demonstrated, on the one hand,
on the basis of priming studies and the analysis of habitual learning.41 These studies show
how, despite the cognitive impairments that
affect explicit categorization and wordfinding, dementia patients are familiar with
patterns they have habitually acquired. On
the other hand, preservation of implicit memory in dementia patients has also been investigated through qualitative interviews42
and anthropologically based studies on posture, bodily habits and the capacity to properly use tools or musical instruments.43
On the basis of these studies, it has been
argued that, different from explicit memory,
the impairment of implicit memory is not
among the main symptoms of the illness until
its later stages. This, on our view, has important implications for the basic sense of self
in dementia patients. Up to the later and most
advanced stages, dementia patients are still
familiar with certain habitual perceptual and
experiential patterns, and tend to enact the
schemas of behavior they are familiar with.
Moreover, they implicitly recognize those familiar faces, places, and situations which have
shaped their lives, although they are not able
to give them a name or to explicitly reflect on
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how such an experience of familiarity relates
to them as experiencing beings. Finally, they
may still be affected by an earlier traumatic
experience, despite being incapable of explicitly recollecting the traumatic event.44

█ Self-awareness and self-reference
In their seminal studies, both Minkowski45 and Tatossian46 focus on the description
of self-experience in dementia. Both emphasize a characteristic kind of “disorientation”
as an important feature of this experience.
Unlike other pathologies, such as for instance
schizophrenia, this disorientation is not related to the basic layers of bodily, spatiotemporal situatedness, but rather affects patients’ capacity to distance themselves from
their being in a given situation, here and
now.47 Correspondingly, dementia patients
may well be able to navigate their familiar
environment and at the same time be unable
to draw a map of their home.48 In other
words, bodily or functional spatial orientation is preserved in dementia patient, although they are not capable of mentally constructing an image of their rooms relative to
each other. Similarly, patients with beginning
dementia have been shown to perform better
in egocentric than in allocentric spatial orientation tasks.49
According to Tatossian,50 dementia patients are mostly unable to decenter themselves, or to move from the immediate livingthrough [vivre] a situation to the reflective
apprehension of themselves as the ones who
experience that situation [se vivre]. Accordingly, dementia is understood as a disturbance of self-reflection and therefore also of
the capacity to elaborate a consistent and
meaningful story about oneself. Although an
episodic sense of self as experiencing the contingent situation here and now is still preserved, these patients are incapable to develope a reflective account of their experience, to elaborate on its meaning, and to explicitly connect the present episode with the
diachronic unfolding of their life-history.
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Such impairments, which clearly impinge
on narrative capacities, are precisely related
to the previously mentioned difficulties in
distancing themselves from the “here and
now”. For this reason, patients seem to feel
more at ease in what they implicitly recognize as a safe and familiar milieu, and they
try to maintain stability in such a milieu, for
instance, as we mentioned, by referring to its
spatio-temporal coordinates.
Suggesting that self-relatedness in dementia patients is not elaborated in a consistent
narrative way, however, does not mean that
the capacity of reflective self-reference is totally absent. As we saw in the previous section of this essay, besides the minimal and
immediate sense of self, we will also count
the capacity for self-reference as more fundamental than, and as a pre-condition for,
the elaboration of self-narratives. This capacity already entails a form of reflection and is
articulated either linguistically, through the
use of indexical terms, or through self-related
bodily expressions and gestures.
Both forms of self-reference have been
recognized up to the later stages of the illness. For instance, the competent use of firstpersonal pronouns and other self-related indexicals,51 as well as competent self-reference
through mimicry, language and gestures,52
indicate that dementia patients not only experience a basic sense of self, but also display
a capacity for self-reference which is mediated by the centrality of one’s body. Discussing
how dementia patients constantly refer to
their own bodies, Tatossian speaks about a
kind of «narcissism reduced to one’s own
body and its stereotypical activity».53 As has
further been shown, dementia patients are
still aware of the centrality of their own body
and of the sense of mineness that characterizes bodily experience.54
Certainly, all these forms of self-reference
do not usually entail any sense of diachronicity and they are not consistently articulated in
a narrative form. They remain episodic, although they seem to reach beyond the immediate, pre-reflective self-awareness.
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█ Values and emotional experience
Due to the cognitive impairments characterizing the illness, dementia patients cannot
be properly considered as morally responsible subjects: they are often not aware of the
consequences of their actions in the public
sphere and they do not seem to be able to fully recognize the moral values that are assumed within a given culture. Accordingly,
dementia patients are also not properly able
to think about themselves as morally responsible agents. This becomes manifest not only
in discourses about general values and their
meaning but also in concrete, everyday behavior, for instance in the way patients address
people in hosting institutions or relatives.
The inappropriateness of dementia patients’ social behavior and the lack of social
competences seem to be connected both with
the difficulties in recognizing conventions
that are linked to culturally accepted values
and to the incapacity to recognize others as
moral subjects. Based on these remarks, some
researchers have argued that the lack of social competences generates a progressive
“loss” of the self. Fontana and Smith explicitly talk about “unbecoming a self” as a characteristic process in dementia.55 Also, Kitwood
and Bredin, despite emphasizing the need to
recognize the personal dignity of dementia
patients, describe dementia as a process of
«drifting toward the threshold of unbeing»,
thereby precisely focusing on the disturbances of social competences.56
The difficulties in “self-decentering”, which
we have previously considered, also impinge on
social interactions, for they imply impairments
in capacity of explicit perspective-taking. Dementia patients also have difficulties in recognizing themselves and others as equal
members of a community. And all this certainly has ethical implications, related to the
difficulty of recognizing moral values and the
disturbance of moral feelings such as respect.
We consider these disturbances to be connected to narrative self-understanding, in so
far as narrativity, as we have seen in the pre-
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vious section, is strictly related to the meaning we give to our lives and to the reformulation of the conception of the moral agent.
As in the previous section, we shall connect the experience of values with emotional
experience, which also entails an evaluation
of lived situation, although not necessarily
elaborated in explicit and narrative terms.
Recognizing the disturbances of what we
would call the understanding of oneself as
person in a full-fledged sense, we believe that,
at different stages of the development of the
illness, the emotional experience of dementia
patients also testifies to the progressive alteration of their sense of self.
The development of emotional experience in dementia patients reveals to us once
more that, although narrative self-understanding is impaired, the self-experience of
dementia patients cannot be eo ipso limited
exclusively to the pre-linguistic and prereflective sphere. The capacity of episodic
self-reference, which we have previously considered in relation to the use of self-related
indexicals and gestures, is often connected to
self-related feelings and mostly mediated by
the power of implicit memory. For instance,
despite the disturbances of autobiographical
memory, lexical impairments, and difficulties
in articulating a consistent interpretation of a
situation, in the initial and intermediate stages of dementia, patients appear to be quite
well aware of their illness and its possible
consequences.
Although they are not able to properly
compare their actual with their previous
condition, they often show frustration when
they feel or grasp that something has radically and irreversibly changed. Moreover, they
often show clear signs of regretting something they have lost of their previous life,
even without being able to name that something. This is the case, for instance, in two
patients’ interviews discussed by Sabat and
Harré.57 Both interviewed patients held an
academic degree and, despite their problems
in word finding and their incapacity to recollect the years of their academic activity, they
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experienced with great sorrow, frustration,
and shame their current lack of the rhetoric
capacities they once used to have.
Moreover, these patients showed pride
when their intellectual capacities were still
recognized by the interlocutors.58 These selfrelated feelings and emotions certainly go
beyond the most basic layer of pre-reflective
self-awareness. And this shows us once again
that we need to recognize self-reference as
something that surpasses the immediate experience of mineness, while still not being articulated in narrative terms.
Besides, in the initial stages of the illness,
self-reference, albeit episodic, also entails at
least some openness to the near future. This
is what often generates feelings of concern or
anxiety when anticipating the development
of the illness as something one does not have
under control. Towards the final stages of the
illness, instead, emotional experience seems
to be rather confined to the present. Again,
the search for stability in the present situation compensates for the disorientation and
the loss of openness to the future, even in the
“negative” sense of not being able to predict
what will happen to oneself. In the intermediate and final stages, self-relatedness is mostly mediated by bodily feelings and by the need
for stability and a sense of familiarity.59

█ Self and other
As we mentioned, the assumption that
narrativity is constitutive of the self characterizes some of the approaches aiming to legitimatize the idea that the self is preserved
in dementia.60 However, these approaches
regard the preservation of the self as strictly
related to social constructions. For instance,
it has been suggested that its persistence can
be grounded upon the stories others tell
about the patients. Such narrations would
constitute the identity of the self on the basis
of “collective authorship”61 and of a “web of
interlocutions”.62
Although we do consider a self-narrative
as something that acquires its meaning only

399
in an intersubjective context, we also contend
that one should not ignore the fundamental
asymmetry between self and other and the
irreducibility of the first-person-perspective.
These approaches tend to neglect the sense
of mineness that uniquely characterizes my
experience and the meaning of self-reference.
Accordingly, they also tend to consider the
self as being exclusively socially determined.
Consistent with the approach we have been
defending throughout this paper, we believe
that the inquiry into the self needs to be primarily anchored in self-experience and that
self-experience is not something we can delegate to others.
Rather than focusing on the attempt to
legitimate the narrative sense of self, we regard the relation between self and other in
dementia patients as based on their bodily
sense of self and their capacity for selfreference, which entails the faculty of differentiating self and other. Some studies conducted from both a socio-linguistic and an
anthropological point of view substantiate
this view by revealing that self- and otherrelatedness in interactions is not completely
lost in dementia.63 It has been shown that patients are able to implicitly distinguish what
belongs to them, and that they react with disappointment and get into conflicts if that
primary sphere of one’s own property is
somehow violated by others.64
This certainly testifies to what we have
previously addressed as the centrality of selfexperience and sometimes also for the lack of
social competence and the incapacity to explicitly take the perspective of the interacting
other, i.e., to understand the other’s wishes or
motivations. However, this also reveals that
patients are aware of the distinction between
what belongs to one’s own sphere and what
belongs to others, and that they try to protect
their own sphere. Moreover, dementia patients are often capable of mimicry and imitation, which seems to testify to at least an
elementary capacity to take the perspective
of the other, namely to reproduce characteristic traits of the other’s behavior even with-
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out being aware of the intentions underlying
such behavior.65
All of the mentioned forms of interaction
are primarily related to intercorporeality,
since they are based on the experience of the
centrality of one’s own lived-body and on the
distinction of the “here” of one’s own body
from the “there” of the other’s body. Although they do not entail the explicit recognition of the other as a moral agent, and although they are often characterized by some
lack in social competences, intercorporeal interactions play an essential role in selfexperience. Strictly related to emotional experience, they may be understood as grounding an “atmospheric dimension of contact”
with others66 which also entails moments of
conflict and the capacity to set boundaries.
█ Conclusion

The aim of this paper was to investigate
the disturbances of the self and self-experience
in dementia from a phenomenological standpoint. To introduce our approach to selfexperience, in the first section, we have critically addressed some central assumptions of
the narrative accounts of the self.
Focusing on the discussion of four main
implications of the narrative account, related
to (1) temporality, (2) self-awareness, (3)
values and emotions, and (4) intersubjectivity, we were able to highlight the layers of selfexperience that ground all narrative selfunderstanding. In particular, we suggested
that the narrative sense of self, which may be
considered constitutive for our self-understanding as persons and moral agents, is
grounded on the minimal sense of self, notably including the pre-reflective feeling of
mineness and sentience.
Critically assessing some disagreements in
current approaches to the minimal self, we
argued that, despite characterizing all experiences, such a minimal sense of self can hardly
be found in its pure form within human experience. Only the very ultimate phase of
dementia may perhaps be an example there-

of. Therefore, we suggested that the capacity
for episodic self-reference, which already includes at least a proto-kind of reflection and
language (at least indexicals) but is not articulated in a narrative way, should also be considered as a pre-condition for elaborating
self-narratives. Besides the episodic sense of
self, the elaboration of self-narratives also requires the sense of diachronicity and hermeneutic capacities.
In the second section, we followed the
same path by reconsidering the four mentioned points in connection to studies related
to the experience of dementia patients. We
argued that what is characteristic of such experience is the impairment of narrative coherence, with other layers of self-experience
still being preserved. Thus, the inquiry into
dementia seems to substantiate our theoretical claim that both the minimal sense of
mineness and the capacity for episodic and
indexical self-reference can be preserved in
spite of impairments in narrative selfunderstanding. This is also of crucial importance for person-oriented models of dementia care which are based on an extended notion of personhood. Such a notion regards
the person neither as exclusively constituted
through a narrative self-concept nor through
socially constructed identity criteria, but rather as being grounded in a primary, embodied sense of mineness and self-awareness,
which is preserved up until the final stages of
dementia.
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