The Journal of Medicine and Philosophy: A Forum for Bioethics and Philosophy of Medicine,
2023, XX, 1-17

https://doi.org/10.1093/jmp/jhad044

Advance access publication 30 September 2023 OXFORD

Original Research

The Relational Care Framework: Promoting
Continuity or Maintenance of Selthood in
Person-Centered Care
MATTHEW TIEU'

Caring Futures Institute, College of Nursing and Health Sciences, Flinders University, Adelaide, Australia

STEVE MATTHEWS

Plunkett Center for Ethics, Australian Catholic University, Sydney, Australia

"Address correspondence to: Matthew Tieu, Bedford Park, GPO Box 2100, Adelaide 5001, South Australia. E-mail: matthew.
tieu@flinders.edu.au.

We argue that contemporary conceptualizations of “persons” have failed to achieve the moral goals of “person-centred
care” (PCC, a model of dementia care developed by Tom Kitwood) and that they are detrimental to those receiving
care, their families, and practitioners of care. We draw a distinction between personhood and selfhood, pointing out
that continuity or maintenance of the latter is what is really at stake in dementia care. We then demonstrate how our
conceptualization, which is one that privileges the lived experiences of people with dementia, and understands self-
hood as formed relationally in connection with carers and the care environment, best captures Kitwood's original idea.
This conceptualization is also flexible enough to be applicable to the practice of caring for people at different stages
of their dementia. Application of this conceptualization into PCC will best promote the well-being of people with
dementia, while also encouraging respect and dignity in the care environment.
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I. INTRODUCTION

Person-centered care (PCC) was a welcome change from the medically- and behaviorally- oriented
approach to dementia care associated with the old institutional or warehousing model. The phrase
“person-centred” reminds us of the ethical obligation we have to treat those with dementia as persons,
rather than mere patients. However, in recent years, the idea of PCC has been obscured by a tendency
to characterize personhood in isolation from families, carers, the social environment, and the broader
community. As a result, the contemporary understanding of PCC focuses primarily on promoting
individualism and autonomy; this is problematic theoretically, ethically, and practically. PCC ought
to (and did in fact) conceive of people in care as embedded in the social environment, which in turn
requires a conception of them as selves in relation to both the aged care setting, and (more impor-
tantly), those who care for them. Hence, our contention is that dementia in its various stages is better
understood as a condition affecting the closely related concept of selthood, which we define as essen-
tially intersubjective, socially embedded, and depending on continuity of lived experience.

A key implication arising from this re-conceptualization relates to the stance that carers should
take toward people with dementia. Such a stance requires viewing those in care as morally significant
participants in social life, as having social presence or visibility, and as retaining a role, or position,
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or at the very least a set of interests, that (ideally) connects with their life pre-dementia. Therefore,
in this paper we argue that PCC must focus on promoting continuity or maintenance of selthood at
the relevant stage of dementia; this requires strategies that enable a person with dementia to retain an
overarching sense of themselves based on their understanding of who they are, who they were, and
how they are received by others.

While this conceptualization has general applications, it is most relevant during the middle stages
of dementia. For during this period, the ethical stance we take to those in care, like Peter Strawson’s
(1974) participant stance in which it is considered appropriate to react to others as social beings,
rather than as patients we manage, becomes tenuous. This is particularly so when cognitive impair-
ment, especially in language and memory, damages one’s capacity for normal social exchange, which
often compels us to take the kind of ethical stance (as per Strawson’s objective stance) where those in
care are viewed merely as patients to be managed rather than participants in genuine intersubjective
exchange and social life.'

However, we contend that the decline during the middle stages of dementia is not sufficient to jus-
tify a move to an objective stance, where care risks devolving into the “institutional” or “warehousing”
approach it had been designed to overcome. We maintain that it is important to retain elements of
social participation, and for carers to therefore maintain a stance that preserves a relationship based
on such participation (i.e., a participant stance). However, in very late or advanced stages of demen-
tia, occupying this stance may be impractical and may yield limited utility. Nevertheless, we argue
that moving to an objective stance, purely understood, may not be best. For even during these stages,
echoes of a past self are present, and often manifest as a style of behavioral and emotional expression
demonstrating that a residual form of identity is still present.

In these cases, we think respectful care and the duty of providing ethical treatment requires
attention to the dignity that is signified latently by this form of remaining selthood. What does this
mean? Michael Rosen (2012) identifies three strands of meaning for the rich and contested con-
cept of dignity—dignity as a status borne out of hierarchy, dignity as intrinsic value (the Kantian
notion that human beings have a dignity, and not a price), and lastly the idea of exhibiting a digni-
fied manner when under duress. It is the last of these conceptualizations that comes closest to what
may be applied in the care of a person with advanced dementia, someone who has presumably lost
that which might undergird the familiar application of the term (such as a rational self-conscious-
ness). Rosen suggests that in these kinds of cases, it is a matter of symbolic respect, and that the
absence of receptivity by the other (and associated benefits of receptivity) would miss the point of
this dignified approach to the caring relationship. Our duties here, he says, “ . . are so deep a part of
us that we could not be the people that we are without having them” (Rosen, 2012, 157). This, it
seems to us, gets even greater purchase in the case of carers for whom a historical relationship exists
with the one for whom they care.

The paper proceeds in two sections. In Section II we unpack the notion of PCC as defined by
Tom Kitwood, including its historical connections to other clinical frameworks of care. We then
diagnose what has gone wrong within extant applications of Kitwood’s framework, tracing the
problem to the lack of clarity around conceptualizations of personhood, in particular a conceptual-
ization of persons as objects as opposed to subjects. We then argue for a different conceptualization
underpinned by the related concept of selthood, especially as supported by the possession of what
we describe as an overarching sense of selthood. The concept of selthood we have in mind primarily
serves as a pragmatic guiding model, but it is one that is both supported by and compatible with a
significant range of well-known models and definitions from cognitive psychology, social psychol-
ogy, and philosophy.

In Section III, we show how our conceptualization of selthood may be applied in practice in what
we call the “Relational Care Framework.” Importantly, our claim is that individualist notions of
personhood (which Kitwood rejected) cannot be made to fit with the clinical realities of declining
cognitive capacity. In dementia, progressive decline is often characterized by three stages corre-
sponding to the mild, moderate, and severe effects on cognition and physical ability. We describe
three scenarios of care that acknowledge these variations, showing how our framework has the
flexibility to provide the correct conceptualization of selthood and appropriate care stance within
each of the scenarios.
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II. PERSON-CENTERED CARE (PCC)

Whatis PCC?

The idea of person-centered care (PCC) originated with Tom Kitwood, who adopted the term
from Carl Rogers’ “client-centred psychotherapy” and “person centred counselling” (also known as
“Rogerian psychotherapy”) and then applied it to the care of people with dementia (Rogers, 1957;
Kitwood, 1997; Brooker, 2003). PCC is fundamentally based on what Kitwood referred to as an
“enriched model of dementia” and is ethically grounded in a notion of personhood that he defined as
“a standing or status that is bestowed upon one human being, by others, in the context of relationship
and social being. It implies recognition, respect and trust” (Kitwood, 1997, 8). The “enriched model
of dementia” refers to the idea that dementia is not just a biological or neurological condition but also
apsychological and social condition. Kitwood pointed out that the symptoms of dementia are not just
caused by structural failures of the brain; they are caused by a multiplicity of factors (including phys-
ical health, biography, personality, and social environment) affecting the lived experience and quality
oflife of people with dementia. The ethical grounding for PCC comes from recognizing that we ought
to treat people with dementia as “persons” (as defined above by Kitwood).

Drawing from those ideas, Kitwood argued that the traditional “institutional” or “warehous-
ing” approach to dementia care, which focused primarily on medical and behavioral management
of dementia as disease, ought to be replaced with a new culture of care that focused on promoting
well-being and human dignity.

The new culture brings into focus the uniqueness of each person, respectful of what they have
accomplished and compassionate to what they have endured. It reinstates the emotions as the well-
spring of human life, and enjoys the fact that we are embodied beings. It emphasizes the fact that our
existence is essentially social. (Kitwood, 1997, 135)

Importantly, Kitwood placed much emphasis on promoting positive social interactions, authentic
communication, and genuine relationships. For example, an important aspect of Kitwood’s frame-
work for PCC is avoiding what he calls “malignant social psychologies,” which refer to communica-
tions that constitute various forms of invalidation, ignoring, infantilizing, intimidation, mockery, and
disparagement.

One of the most widely cited frameworks for understanding Kitwood’s ideas about PCC is Dawn
Brooker’s VIPS framework. VIPS is an acronym that describes how people with dementia and their
carers must be “valued,” treated as “individuals,” how we must incorporate their “perspective,” and
how we must attend to their “social environment” (Brooker, 2003, 2007). According to Brooker, pro-
viding a supportive social environment is the key to maintaining personhood on a day-to-day basis.
It requires that we recognize that all human life is grounded in relationships and that people with
dementia need an enriched social environment, one that both compensates for their impairment and
fosters opportunities for personal growth. As Brooker states, “personhood can only be maintained in
the context of relationships” (2007, 83).

While PCC is nowadays widely regarded as synonymous with “best practice” and “evidence-based
practice” in aged care (Ekman et al., 2011; Kim and Park, 2017), researchers have bemoaned the
lack of consensus on what the precise definition of PCC is (Slater, 2006; Edvardsson, Winbald, and
Sandman, 2008; Edvardsson, Fetherstonhaugh, and Nay, 2010; McCormack and McCance, 2010).
We believe that this is fundamentally due to the lack of conceptual clarity around what it means to be
a person and thus what it means to promote personhood in the context of PCC. As a consequence,
PCC has been understood and practiced in ways that place too much emphasis on the individual
aspect of PCC at the expense of the social or relational aspects.

The Problem with Promoting Personhood

The notion of personhood functions as a foundational concept in ethics because having personhood
is typically understood to imply a certain kind of moral status or moral value, evidenced by, for exam-
ple, the ethical debates around ends of life, or human embryonic stem cell research. Hence, it is rea-
sonable to assume that personhood can provide an ethical foundation for PCC. Indeed, in addition to
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Kitwood’s original definition, much of the current literature in nursing and aged care does define PCC
in this way (Dewing, 1999; Penrod et al.,, 2007; De Bellis et al., 2009; Manthorpe and Samsi, 2016).

Unfortunately, personhood is a notoriously problematic concept in moral philosophy, because
there is no consensus on what constitutes personhood and what the necessary and sufficient condi-
tions for personhood are (Farah and Heberlein, 2007; Higgs and Gilleard, 2016).2 It is beyond the
scope of our paper to go into any detail about these issues, but suffice it to say that PCC assumes an
anthropocentric definition of personhood, given that it is exclusively concerned with human beings
with dementia.®> Furthermore, as part of our folk understanding of persons, we generally assume that
persons refer only to human beings, and in particular, to human beings as individual entities that can
exist independently of their social and political environment.

Indeed, in the context of the current political economy (particularly in the West and emerging
in other places) we see that there has been a tendency to operationalize PCC in accordance with
this folk idea of personhood, whereby, people with dementia are primarily viewed and treated in a
way that assumes their personhood and agency exist independently of their social environment. For
example, consider the recent trend in the way aged care policy is developed and implemented, which
is primarily based on promoting independence, self-determination, self-management, and consumer
choice (Manthorpe and Samsi, 2016). The political and economic ideology (neoliberalism) under-
pinning such a trend is one that redirects public resources to aged care recipients who are then pri-
marily responsible for managing their care as consumers within the free market.* Such policies are
typically promoted as being person-centered, demonstrating that the operative definition of PCC is
primarily concerned with promoting individualism, autonomy, and consumerism. It is interesting to
note that a recent review on the understanding of PCC by Morgan and Yoder (2012) indicated that
the term “individualized” (referring to the particular care needs of a client) is the most frequently
acknowledged attribute of PCC, while an equally important attribute is “empowerment” (referring to
autonomy and self-confidence).

Critics have pointed out that such an understanding of PCC is misguided, arguing that there ought
to be greater value placed on interdependence, carer—client relationships, shared decision-making,
and promoting connections with broader social networks (Tresolini and Pew-Fetzer Task Force,
1994; Nolan et al., 2004; Beach and Inui, 2006; Nundy and Oswald, 2014). They also argue that
the promotion of autonomy requires an appreciation of the interconnectedness of the carer—cli-
ent relationship where decision-making takes place within a framework of negotiation and mutual
understanding (McCormack, 2001, 2004; Munthe, Sandman and Cutas, 2011). Such views are well-
founded and well-supported by research demonstrating how adequate relationships with family and
other people are important dimensions of quality-of-life measures for people with dementia (Ettema
etal, 2005; Moyle et al,, 2011). They are also a lot more consistent with the original ideals of PCC as
formulated by Kitwood, who recognized that human beings were not only individual beings but also
social beings.

Yet, the current direction of aged care policy takes PCC and the idea of promoting personhood
to consist of facilitating a simplistic notion of autonomy and self-determination within the context
of individualism and consumerism. It neglects the vital role that relationships and support networks
play in facilitating care, shared decision-making, and relational autonomy. The ethical implications of
this should not be underestimated, especially when aged care services are becoming increasingly mar-
ket-driven, in which issues concerning resourcing, equity, accessibility of services, choice of service
providers and informed decision-making inevitably arise. It is our view that the current understanding
of personhood, in the context of PCC and the broader political economy, is not only conceptually
problematic but also has the potential to be fraught with practical and ethical problems. We argue that
dementia, in its various stages, is better understood as a condition that affects selfhood, and that PCC
is better understood conceptually and ethically as promoting continuity or maintenance of selthood.*

PCC as Promoting Continuity of Selthood
Recent studies have helped to reveal how people with dementia, their families, and their care pro-
viders understand and operationalize PCC. They indicate that with what all relevant parties are
primarily concerned is to help persons with dementia continue to be who they are, which relates
to their past, present, and future achievements, activities, preferences, goals, relationships, and
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potential for well-being. Those are among some of the most relevant aspects of a person’s quality
of life, and indeed, their sense of self. There is now a growing body of literature on dementia
that focuses specifically on how dementia affects selthood (Surr, 2006; Fazio, 2008; Caddell
and Clare, 2010, 2011, 2013; Millett, 2011; Brown, 2017). Based on those studies, a definition
of PCC as promoting or maintaining continuity of selfhood has started to emerge (Surr, 2006;
Edvardsson, Fetherstonhaugh, and Nay, 2010; Kelly, 2010; Cedervall, Torres, and Aberg, 2015;
Reed, Carson, and Gibb, 2017). However, given that personhood is often considered synon-
ymous with selfhood, the idea of promoting continuity of selfhood might still be understood
as a proxy for promoting personhood, so it is important first to clarify the distinction between
personhood and selthood.

The assumption of synonymy between personhood and selthood is not entirely ill-founded. It
might be traced back to John Locke who stated that “where-ever a man finds what he calls himself
there, I think, another may say is the same Person” (2000, 112). Here the terms “himself” and
“Person” have the same referent and in this regard they are synonymous. However, what is differ-
ent is the perspectives from which the referent is described. The former refers to those describing
themselves from a first-person perspective, which requires an exercise of their capacity for subjec-
tivity or reflexivity (self-referentiality). The latter refers to others describing them from a third-per-
son perspective, which does not necessarily denote their capacity for subjectivity, reflexivity, or
intersubjectivity. Given that the referent in the former is the self, and the referent in the latter is
another person, it points to a way in which we can draw a conceptual distinction between selthood
and personhood, respectively, from which emerges the kind of definition of selthood that Catriona
Mackenzie describes as follows:

...to be a self is to have a reflexive first-person perspective; it is to be able to conceive of oneself as a
self, as having a subjective point of view that is distinct from other points of view and as the bearer of
first-personal thoughts. (2014, 155)

Consider also another important (and orthogonally related) distinction described by Marya
Schechtman (1990). It also captures the same kind of distinction between selfhood and personhood
described above.

It is a philosophical commonplace that we have a dual perspective on persons. On the one hand,
we view persons as one of the types of objects in the world, but, on the other, we view them as
subjects and agents, creatures with a way of experiencing the world and with affect and volition.
(Schechtman, 1990, 87)

Viewing persons as objects in the world entails a broad view of their personhood, which may include
the capacity for subjectivity or reflexivity (among many other attributes associated with personhood).
However, viewing persons in the narrower intersubjective sense gives focus to, and enables a more
nuanced understanding of, a person’s capacity for reflexivity and self-understanding. Thus, to view an
individual human being in the widest sense, as an object, is to view their personhood, whereas to view
a person as a subject, quite specifically, requires inclusion and integration of their first-person point of
view and their intersubjective nature or, as we employ it here, their selthood.

Of course, there are different kinds of subjectivity and reflexivity that form the basis of the many
different concepts of selfhood in the literature (Gallagher, 2011). In the context of understanding
dementia and PCC, the appropriate notion of selthood must capture the relevant psychological and
social dimensions of human subjective experience. Such a selthood is one that emerges from the inte-
gration of various self-concepts or self-images that we acquire over time, into autobiographical narra-
tives, yielding an overarching sense of identity (a sense derivable in answer to the question “who am
12”). There is also a hermeneutical dimension to this notion of selfhood, associated with interpretation
and evaluation of those self-concepts, self-images, and lived experiences, in particular, interpretation
and evaluation of one’s place within relationships and the social world. Such a process is analogous
to what psychologists and psychotherapists refer to as “narrative meaning making” (Singer, 2004;
Fivush, Booker, and Graci, 2017).
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In the following section, we offer a fuller analysis of this notion of selthood and address
a possible objection to it. For now, our claim is that in the context of PCC, selthood is a better
concept than personhood because it captures and integrates both the social or relational dimen-
sion of personhood (as highlighted by Kitwood) and the subjective dimension that is per-
tinent to understanding lived experience. Personhood can only achieve this by reference to

selthood.

An Overarching Sense of Selthood

The right concept of self at stake in PCC is one involving continuity of selfhood, where continuity is
best achieved psychologically when someone experiences what we call an “overarching sense of self-
hood,” that is, a sense of who they are that depends on interpretations and evaluations they make about
themselves derived from the relationships they have with their carer. First, it must be noted that our
concept of self obtains under conditions that differ from the metaphysical conditions underwriting
personhood, that is, what makes me the person I am over time. The way we posit “self” is akin to the
social psychology notion of self in which, as Velleman points out, “the word ‘self’ denotes a person’s
self-conception rather than the entity, real or imagined, that this conception represents,” and therefore
lacks the metaphysical baggage often associated with personhood (2006, 214). We also agree that
.. the word ‘self’ does not denote any one entity but rather expresses a reflexive guise under which
parts or aspects of a person are presented to his own mind” (Velleman, 2006, 1). On our conception,
what is required for selthood is that some explicitly or implicitly present to the world, or to their own
mind, self-related descriptions of who they are, what their purpose is, their ends, or at the most general
level a description enabling persons to make sense of themselves in the context in which they find
themselves.®

Second, a key element of our concept of selthood is the presence of a retained sense of self-aware-
ness, or reflexivity, wherein the self becomes an object in a thought addressed to itself. Reflexivity is
required for those moral emotions like shame or pride in which persons reflect on their thoughts,
motives, deeds, or roles. Reflexivity is central to PCC because without it persons lose insight into
their condition, and so they lose the capacity to regard themselves as the addressees in relational care.
Moreover, the malignant social psychologies to which Kitwood referred depend on the person seeing
themselves as the target of invalidation, intimidation, mockery and so on. At a more general level,
those malignancies have the potential to be internalized by the person in a process of self-stigmati-
zation, a process in which public stigma is accepted by the person who receives this negative label
(Matthews, Dwyer, and Snoek, 2017).

Third, that selthood is overarching means that the self reflects on descriptions with temporal width,
for example, having a certain role, or being engaged in a project over time, and in particular, being
involved in a relationship with a certain history. We believe this overarching aspect is closely con-
nected with the central proposition in our paper, which is that selfthood is essentially relational. This
means that the self is developed along with others, particularly our intimates over time. A model for
understanding this idea comes from the work on friendship by Cocking and Kennett (1998) who
argue that the relational self-results from two processes: direction and interpretation. In direction, it is
a noteworthy feature of close friendship that we find ourselves readily agreeing to participate in activ-
ities that sit outside our ordinary habits and interests. We might, for instance, readily agree to attend
the ballet, even though we have little interest in the activity. It is the friendship that gets us over the
line here, and so we find ourselves in expanded social worlds that differentiate our interests, and so
our identities. More important, though, in the present context, is interpretation. Friends self-disclose
in ways that intimately connect them. We disclose content that is often very private, and moreover we
offer evaluations of each other that shine a light on our characters. I might, for example, point out to
my friend that she is more sensitive to rational criticism than she herself believes. As my friend, she
will take up this interpretation into her self-understanding over time, perhaps even take it up to the
point of making changes to it.

Direction and interpretation feature in non-friendship relationships as well, including care
relationships, where the co-creative effect of which we have spoken may also play a role in who
we are. Close others in care may influence behavior, or provide a value-laden description of it,
and in this way give shape to who we are. People in care regularly need the cooperation of others
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who have the potential to contribute significantly to how they see themselves. This process of
relational self-construction is especially strong in long-lasting relationships (certainly with fam-
ily or friends, and we would submit also in care relationships that endure) and is especially apt
when thinking about the overarching sense of self we have posited. The sense of self we defend
here, as relational and scaffolded over time, has implications for PCC practice of course, as we
discuss later.”

Fourth, the overarching sense of self comes in degrees. It is not the case that one either has it, or that
one lacks it, but rather it fluctuates in fidelity, informational completeness, or temporal extension. In
other words, one’s sense of self can get some details wrong, there can be gaps in self-understanding,
or one’s sense of an extended self can be limited by cognitive impairment. For example, there can be
selves that are “petrified” in time, that is, selves that are out of date due to impairments (particularly
associated with anosognosia) in the way the person is able to revise what psychologists refer to as trait
self-knowledge (Mograbi, Brown, and Morris, 2009; Sacks, 2019). We discuss a key example of this in
more detail later.

It is beyond the scope of our paper to provide a thorough defense of the above account of selthood
against various differing accounts, particularly when there is a distinctive difficulty in dealing with
the literature on selfhood. Roy Baumeister describes the literature on the self as making the issue
“more elusive rather than clearer” (1998, 680), and Stanley Klein says that “there is perhaps no term
in psychology that is more widely used, yet less well-understood, than ‘self”” (2012, 253). Difficulties
notwithstanding, we point out that several prominent theories of selthood in psychology and philos-
ophy also emphasize the psychological, reflexive, temporal, and relational elements discussed above.
For example, Rom Harre’s (1991, 1998) tripartite model of the self describes the temporal unity of
subjective experience and the totality of social self-knowledge. Roy Baumeister’s (1998) model of
selthood, describes the reflexive, interpersonal and unifying dimensions of selthood. Ulrich Neisser’s
(1988) model describes the unified sense of self that comes from conceptual forms of self-aware-
ness. There are also a number of narrative theories of selthood discussed within literary and analytic
philosophy, which emphasize the importance of autobiographical narratives (to have “a story”) as a
mechanism by which self-knowledge and lived experience are integrated into a unified whole so as
to yield an overarching self that is hermeneutical in nature (MacIntyre, 1985; Ricoeur, 1985; Taylor,
1989; Schechtman, 1996; Bruner, 2003, 2006).

In summary, the conception of self we think ought to be at stake in PCC is one involving reflexivity,
and descriptions of who a person is that relate to their context, or role, or relationships. These descrip-
tions can be more or less detailed and can fade over time. Indeed, a sense of self can be out of date
(or “petrified”) as often occurs in the later stages of Alzheimer’s dementia. Nevertheless, the ethical
requirements of PCC in such cases can and should remain just as strong. We discuss those require-
ments in more detail later, but first we want to address a possible objection to our concept, the answer
to which further explicates what is at stake here.

Applicability of an Overarching Self

It might be objected that if one’s sense of being a continuous self-derives from the integration of expe-
riences, and those experiences cease to be remembered as dementia progresses, then the kind of self-
hood we are positing (one that consists of an overarching sense of identity) is no longer applicable.
We reply by pointing out that the sense of self we have in mind is sourced from two distinct cogni-
tive pathways. It derives from one’s experiences (and episodic memories), certainly, but also from
trait self-knowledge. Trait self-knowledge is our awareness and understanding of who we are, which
includes an evaluative dimension, that is, a self-assessment of the value of our characters. The psychol-
ogy literature has established that despite impairments in episodic memory, trait self-knowledge can
be preserved, and indeed updated. On the preservation point, Klein and Lax explore the question of
what the selfis:

...by reviewing research conducted with both normal and neuropsychological [including dementia]
participants. Findings converge on the idea that the self may be more complex and differentiated than
some previous treatments of the topic have suggested. Although some aspects of self-knowledge
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such as episodic recollection may be compromised in individuals, other aspects—for instance,
semantic trait summaries—appear largely intact. (2010, 918)

In Alzheimer’s dementia, episodic remembering is progressively impaired, but semantic memories
(including of one’s traits) are preserved, and indeed there are cases in the advanced range where pres-
ervation of trait self-knowledge is quite complete, leading to a sense of self that is locked in the past
or “petrified.” The concept of an out-of-date or “petrified” self-points to a difficulty with the third ele-
ment we identified above, that is, temporality and relational history, which we specifically address later
when we discuss cases of people whose out-of-date selves require care that upholds and re-energizes
such selves.

In contrast, with regard to semantic dementia, episodic remembering is preserved, while semantic
memories are lost, such that persons with dementia have a sense of themselves primarily informed by
recent experiences alone (Strikwerda-Brown et al., 2019). For example, episodic memories provide a
source of pride or shame when individuals, during an instance of episodic remembering, bring credit
or discredit to themselves. The individual doing the remembering identifies with that self, as someone
(now) proud or ashamed. In this way, the contents of an episodic memory inform the overarching
sense of identity. Klein, Cosmides, and Costabile point out that there are also cases in which (with
emphasis added) “individuals can acquire and update their fund of personality knowledge despite
impairments to semantic and episodic memory” (2003, 157-8). We thus have the following complex-
ity: one’s overarching sense of identity is sourced via past experiences (episodic memories), as well as
being sourced via trait self-knowledge. In the different dementias, and stages of those dementias, these
sources and capacities degrade, resulting in variation in the quality and accuracy of self-understanding.

With our conception of selthood in mind, we can now offer a more pertinent way of understanding
how dementia affects our lives and how we can best deliver PCC. What we think is central to PCC, given
this concept, is that a relatively robust sense of self persists through the changes wrought by dementia,
but as time progresses and the symptoms of dementia become more apparent to carers, false assump-
tions are then made, one of the most common being around the idea of “loss of the self” The individ-
ual with dementia at this point is particularly vulnerable, not only to disorientation in space and time,
but also to an emotional or normative disorientation when carers do not recognize that their selthood
persists, despite their behavioral presentation. When carers assume a loss of self (based on behavioral
presentation), this unfortunately can be self-fulfilling. Even at these later stages, the evidence indicates
that the self (as we are defining it) remains sufficiently intact for patterns of respect, appreciation, and
recognition by others to be taken up, understood, and interpreted in the right way. Given this vulnera-
bility, the imperative to provide a care environment in which selthood may be sustained, even enriched,
commensurate with the progression of the dementia, becomes more paramount.

Our goal in the remainder of this paper is to elaborate on the importance of the social or interper-
sonal dimension of selthood, how it contributes to an overarching selthood, and how this bears on our
understanding of PCC. This dimension is foremost based on viewing those in care as morally signif-
icant social agents, socially visible, and where possible as maintaining an accustomed role. This may
be a role they once had professionally, or perhaps even a resurrection of a guiding interest that was
of great value, such as a musical or cultural interest.® It requires understanding how the various stages
of dementia affect selfhood and how carers should adapt their approach to promoting continuity or
maintenance of selfhood in a way that is commensurate with those stages of dementia.

I1I. THE RELATIONAL CARE FRAMEWORK
The Decline of Selthood in Dementia

We have rejected the notion of personhood that has come to be associated with PCC as being too indi-
vidualistic, where persons are seen as essentially independent and autonomous. The very term “per-
son-centred” has been taken to indicate a certain kind of independent authority, an individual who can
self-regulate, an individual who can negotiate the social realm independently, a self-manager, and, of
particular alarm, a market consumer. By contrast, we think a better conception of PCC holds that the
standing of an individual with dementia in care depends on a particularized acceptance within the social
environment based on who a person is, where interpersonal interactions based on this can provide a
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stable platform for living, for continuing in some role, or more generally as a social agent. Our thesis
prescribes a re-cast of PCC (as it is currently understood and operationalized), in different ethical terms,
that is, as promoting continuity or maintenance of selthood, which more aptly captures Kitwood’s origi-
nal understanding of dementia in terms of the iatrogenic psychosocial effects he identified.

The impact of relationships and social interactions on lived experience profoundly shapes selthood
and our overarching sense of identity. Indeed, promoting continuity of selthood cannot be achieved
independently of promoting relationships, social interaction, and psychosocial well-being, which in
turn ideally requires continuity of the kind of social environment to which people with dementia
have been accustomed throughout their life. Kitwood, with Kathleen Bredin (1992), had explicitly
described the social environment as important for maintaining selthood, particularly when it begins
to break down due to dementia, arguing that people with dementia are often still able to engage in
meaningful interpersonal interactions.

While much of the research on how dementia affects selthood reveals that certain functions associ-
ated with selfhood remain, even during later stages of dementia (Caddell and Clare, 2010; Strikwerda-
Brown et al,, 2019), it is important to understand how selfhood is affected during the progression of
dementia and how the level of this effect may bear on the approach in PCC. There are three potential
scenarios that capture the degree to which selthood may decline during the progression of dementia,
which have specific implications for how practitioners may approach PCC.’ First, dementia may affect
selfhood without diminishing it to a point where there is no longer autobiographical unity. Studies
have shown that people with mild (even moderate) forms of Alzheimer’s disease display reduced tem-
poral coherence in their autobiographical narratives and have a weaker, vague, and more abstract sense
of self, but they still retain an overall sense of autobiographical unity over time (Addis and Tippett,
2004; Fazio and Mitchell, 2009; Tippett, Prebble, and Addis, 2018).

Second, dementia may affect selthood in such a way that autobiographical unity is lost. For exam-
ple, in Alzheimer’s disease, the decline in autobiographical memory can lead to retrograde amnesia,
which prevents a person having access to important memories and information. As a result, there is a
loss of correspondence and coherence between past memories, present knowledge, goals, and beliefs
(El Haj et al,, 2016). This can give rise to a propensity for confabulation and even delusions (Lee et
al,, 2007; Noel et al,, 2018). Such a person cannot be said to lack selfhood entirely, but their selthood
does lack temporal continuity or unity. Their autobiographical narratives, and thus their sense of self,
is primarily constrained to the present (Eustache et al., 2013; Strikwerda-Brown et al., 2019).

Third, as dementia progresses into advanced stages, there is a steep trajectory of decline, with a
high mortality rate, significant disability, and an inevitable requirement of palliative care and end-of-
life measures. During this advanced stage, dementia may affect selthood to the point where there is
no substantive or discernible autobiographical narrative underpinning experience. Symptoms may
include an inability to recognize familiar faces, verbal abilities that are limited to less than five words,
incontinence, total functional dependence, and difficulties in gait or an inability to walk (Reisberg
et al,, 1982; Mitchell et al,, 2012). Symptoms are so severe that some media representations, very
unfortunately, have described it as a “living death” (Woods, 1989; Peel, 2014)."° Some studies have
also indicated that people with advanced stage dementia are less likely to recognize themselves in
the mirror (Biringer and Anderson, 1992; Caddell and Clare, 2010; Chandra and Issac, 2014), and
have difficulty using first-person and second-person pronouns like “I” and “you,” respectively (Small
et al,, 1998). The loss of those abilities affects reflexivity and insight, and so constitutes the loss of
the most fundamental capacities necessary for having a self-concept or self-image from which to
construct autobiographical narratives that constitute our overarching selfhood. Hence, in this sce-
nario, some may argue that it is apt to attribute a loss of selthood to a person with very advanced
dementia. However, we caution that within these stages there can be quite radical fluctuations, and as
Astrid Norberg points out, persons with advanced dementia can exhibit “moments of lucidity,” that
is, moments in which they suddenly “understand, remember, and care” (2019, 208-9). Because of the
disunified and unstable nature of these expressions, the choice of which stance carers must take (e.g,
Strawson’s participant stance or objective stance) becomes bewildering.

Clearly, then, PCC understood as promoting continuity of selfhood must be tailored to the degree
of selthood that exists commensurate with the stages of the progression of dementia. In the following
sections, we propose and unpack the Relational Care Framework, which describes how promoting
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continuity or maintenance of selthood can be understood in terms of the ethical stances we take
towards people with dementia, each reflecting the three scenarios of decline in selfhood introduced
above.

Scenario 1

In the early stages of Alzheimer’s dementia, symptoms include short-term memory loss (leading to,
e.g., misplacement of items), some occasional disorientation in space and time, difficulties complet-
ing familiar complex tasks, difficulties in planning and decision-making, and some minor aphasic
disruptions. These symptoms, though, are compatible with the syndrome mild cognitive impairment
(MCI), which is distinct from dementia (Burns and Zaudig, 2002). Crucially, they do not diminish
selthood to the point where continuity has become fragmented. The individual retains a sense of
who they are, largely with the overarching coherence we have identified. People in this condition
continue to function well enough without a (formal) carer, and they may carry on life relatively
unscathed by their symptoms. Casual care arrangements can be made that provide a supportive
environment to compensate for loss of memory, but such ordinary common-sense responses in the
domestic sphere fall short of professional or clinical realignments that are tailored to substantive
changes in selfhood.

Moreover, at this point it is an open question whether a diagnosis should be sought for someone
experiencing these relatively mild symptoms. Although early diagnosis bestows the advantages of
early intervention, to receive a diagnosis (of say Alzheimer’s, or even MCI), for some people at least,
is highly stigmatizing. It also raises the potential problem of exacerbation of the condition through
processes of self-stigmatization (Garand et al., 2009). People who experience such symptoms and
changes want to retain their position (in family, work, education, etc.), and not suffer discrimina-
tion. A diagnosis of a pathology-induced dementia can solidify such changes into an identity, the
identity of those who now see themselves through the reductive prism of a publicly-feared illness.
Such fear and rejection can then turn inwards resulting in a feedback loop where diagnosed persons
see themselves as a certain kind of person, that is, a person contaminated by dementia. Now this
occurs only when the culture of care, and more broadly the public conception of dementia, con-
tains negative labels and stereotypes as sources for the feedback of self-stigma (Matthews, Dwyer,
and Snoek, 2017). For this first scenario, then, using our concept of selthood requires close and
empathic attention to the perspective of someone with dementia. It more carefully imports this
perspective into care decisions resulting in a nuanced and accurate fit between lived experience and
the care environment.

Scenario 2

Operationalizing PCC according to our framework gets most purchase in the middle stages of demen-
tia when autobiographical unity begins to degrade.!' Here we outline two key points helping to frame
its application. The first key point, then, relates to a fundamental phenomenological dimension of the
overarching sense of selthood outlined earlier. This sense, we argue, remains throughout scenario 2.
We capture the idea this way:

SD: Everyday life is such that there is something it is like for people with dementia to have thoughts
and experiences, a feeling they (potentially) recognize as not qualitatively distinct from what it is like
for themselves pre-dementia.

Emphasizing a continuity of phenomenological feel, pre and post diagnosis of dementia, is
intended to forestall a view that underlies the temptation on the part of carers to infer that the
person with dementia has an inner life unrecognizable from the way it once was. We agree with
Steven Sabat (2018) that to make such an assumption is damaging to care relations especially
when made indiscriminately. SD relates to a moral point about the attitudes that carers ought to
make in their attributions of selthood to a person with dementia. The thought is that if we accept
SD, we ought to assume that people with dementia (in this scenario) retain a sense of who they
were before dementia and that they are now trying to make sense of themselves and the world
as that person, now with dementia. Lynne Rudder Baker’s (2000) characterization of first-per-
son phenomena comes close to the idea we have in mind. A person who experiences (strong)
tirst-person phenomena, she says:
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...is able to attribute to himself first-person thoughts. . . Not only can he think of himself, but also he
can think of himself as himself. He can consciously entertain thoughts and conceive of his thoughts
as his own. (Rudder Baker, 2000, 67)

Regarding this connection, Sabat describes the case of Dr. B, a scientist with moderate to advanced
Alzheimer’s Disease. Dr. B had deficits in episodic memory, aphasia, difficulties with simple tasks such
as dressing, and frequently lost track of his thoughts. He was aware of the disruption to his thinking
but despite this, he retained a sense of the disunification his dementia was causing. That is, he had a
grasp of what it was like, and was insightful about the disruption to his ability to connect his experi-
ences into some kind of coherent narrative trajectory. Dr. B said of his disease that it was something
“constantly on my mind” (Sabat, 2018, 58), which makes sense only if Baker’s first-person perspective
remains in place, as per our SD assumption.

There is evidence for SD sourced from what people with dementia say and from careful observa-
tions from carers and clinicians. Take again Sabat’s work referred to above. He describes two important
phenomena regarding this connection—(1) that of conversational repair, and (2) rational adaptation.
If we engage in conversational repair in dialogue with a person with dementia, we may supply words
or phrases they meant to use but could not find, or complete a sentence they could not complete, or
carefully imagine what was meant by this person, given the context. The notion of rational adaptation
refers to the interpretation of symptoms of dementia as in fact a rational response to what is happen-
ing to a person resulting from the brain damage wrought by pathology. A person with dementia may
appear to behave strangely by suddenly crying, unpredictably wandering around, or failing to attend
any social events. However, this behavior is likely not a symptom per se of dementia, but an under-
standable reaction (crying) to overwhelming sensory overload and confusion. It may be a reasonable
response (taking a walk) to boredom or a lack of outside exercise facilities, or it may be a rational
response to, and recognition of, one’s lost ability to converse socially (self-exclusion).

In each of these cases, we can see what dementia might be like for us (and so for the person pre-de-
mentia) and then see that this apparent odd behavior would be normal for us, were we in a similar
position. Essentially, SD asks us to extend an empathic response to those with dementia and invites
us to imagine how we would respond in that condition where memory loss, word-finding problems,
and other difficulties would have an effect on our rational selves. Those symptoms would leave us,
understandably, bewildered. There is something it is like to have dementia symptoms, and there is
something it is like not to have them, and there exists a point of view (or perspective) present in either
condition.

We now turn to the second key point relating to how care may be framed, using our concept of self-
hood. When dementia is a threat to autobiographical unity, the presence of selthood is not automati-
cally apparent but may be latent, awaiting the right cues for its elicitation. So understood, carers are in
the best position to draw out the self via specific practices and interventions. Consider, for example,
music therapy in cases where the individual is seemingly restored to himself (Matthews, 2015). In
many such cases, the individual may seem utterly distant and lost until they “remember who they are,”
as Oliver Sacks (2014) once put it.!?

Especially toward the later periods within Scenario 2, fragmenting of memory and discontinuity
within autobiographical narratives can render someone with dementia unable to make sense of their
situation. This can be because of the inability to keep track of what is currently happening in the
environment, particularly the social environment, given their current conception of their own posi-
tion, role, or self-understanding. Nevertheless, such a person retains the resources for making sense of
their situation, so long as they are given the right tools, and this typically depends on providing care
that is familiar, stable, and accepting of who they are. In other words, it depends on the quality of the
relational care environment they are in. To bring the point out, we mention two cases we think show
that it is selfhood (one’s subjective experience of having an overarching identity that remains), and not
(the more abstract) personhood, that matters in PCC.

Consider the case of Mr. Q as discussed by Oliver Sacks (2019). Mr. Q was a former janitor who
continued in this “role” while in his nursing home run by the Little Sisters of the Poor. He would go
about checking windows and doors so that they were locked, inspecting laundry and boiler rooms
to see that all was functioning well, and so on, but this role was manufactured by the Sisters as a way

€202 1990100 0 U0 J8Sn Isjua) UlWpY Jaquis|y 18quosqng-uoN 1SN Ag L0€28Z./yyopeul/dwl/ce0 L 0L /10p/elo1nie-soueape/dwl/woo dno-ojwspeoe//:sdpy wolj papeojumoq



12 « Matthew Tieu and Steve Matthews

of supporting Mr. Qs agency. Mr. Q’s remaining self was out of date (“petrified”). He believed he
was still a janitor, and that his place of residence was a place in which this role could be carried out.
Should the Sisters treat him as an autonomous and temporally de-centered person and insist on the
truth—"“you are no longer a janitor, you ceased that role a decade ago, you have Alzheimer’s disease;
this is an aged care facility?” Or should they enable his Janitorial selfhood to play out? Sacks (2019)
puts the point this way:

The sisters. . . though perceiving his confusion and delusion, respected and even reinforced [his
remaining] identity. . . they assisted him in his janitorial role, giving him keys to certain closets and
encouraging him to lock up at night before he retired. . . And, though he slowly became more and
more demented over the years, he seemed to be organized and held together in a remarkable way by
his role. . . Should we have told Mr. Q. that he was no longer a janitor but a declining and demented
patient in a nursing home? Should we have taken away his accustomed and well-rehearsed iden-
tity and replaced it with a “reality” that, though real to us, would have been meaningless to him? It
seemed not only pointless but cruel to do so—and might well have hastened his decline.

Consider now the case of Martha as described by Orulv and Lars-Christer (2006). Martha has
Alzheimer’s dementia and is attending the dayroom with several residents in a dementia care facility.
It is the afternoon, and coffee has been served by the staff, who now have returned to the kitchen.
Earlier, when Martha and another resident, Catherine, were sitting in the corridor, some uncertainty
had arisen as to who would take care of the arrangements for the coffee. They wonder if perhaps they
ought to assume some control. As things unfold in the day room, with sociability, and chitchat about
the weather, TV, and childhood memories, a change occurs that is problematic. Martha’s understand-
ing of the situation, as implicitly prompted by the earlier uncertainty, changes.

Somewhere along the way [Martha] assumes the status of gracious hostess—a part that has been
hers innumerable times throughout her life. Equally innumerable are her stories about how she, like
her mother before her, has taken pride in welcoming everyone to her home and in sharing her food
and hospitality with other people. . . These narrative plots occur frequently in the body of material
that can be described as variants of one overall storyline that binds together many of Martha’s stories.
This storyline is of her being a generous and sharing person throughout her life. . . (Orulv and Lars-
Christer, 2006, 655-6)

Continuity or maintenance of selthood in both these cases (of Mr. Q and of Martha) is a matter of
retaining an overarching sense of an identity where the identity in play involves role-based agency,
and a role that is available to fit the circumstances. It is dependent on the quality of the relational
care environment they are in, one that positively enables such roles. Furthermore, enabling such roles
shows the need to revise or clarify one particular item in Kitwood’s list of malignancies, what he called
“treachery,” the idea that it is wrong to deceive someone as a distraction or manipulation or trick to
ensure compliance. Not all forms of deception have this pernicious element, and indeed, following
Sacks’ lead, we can see that there is a competing norm in play here, which is to provide the tools, reas-
surance, and guidance that elicit or affirm the selthood available (or which remains) so as to enable
persons with dementia to make sense of themselves and the world. This norm can be understood as a
modified form of Strawson’s participant stance. It is to treat them as a social being within the limited
circumstances of the institution by providing them with the means to express their agency and thus
enact their social being. It is to respect, even encourage, their remaining selfhood.

We do not suggest a full-blown participant stance be adopted. Obviously, attitudes that would
amount to holding the person responsible would have to be modified. The main reason for this is
that the attitudes taken up in these scenarios tend to support or deflate the self-image, falling short of
blaming persons in the case where their dementia has affected their understanding of a situation. The
evaluative responsiveness here is a matter separate from the proneness to attitudes that assume full
(or near full) membership in the moral community, especially attitudes that demand that we account
for our past actions, and answer to a charge that those actions have wronged us. In the cases we have
looked at, this proneness is largely absent.
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Scenario 3

At the start of this section, we described a scenario in which a person’s dementia may be so severe
that they may no longer possess the dimensions of selthood we described previously (reflexivity,
temporal unity, and relational history). Promotion of even a modified or attenuated participant
stance (as described above) in this scenario is neither possible nor appropriate. What is possible
and permissible is to instead adopt a modified form of Strawson’s objective stance or what we might
term a quasi-participant stance. The claim that we should move to the objective stance requires a
different kind of argument (Kennett, 2007). The stance we have in mind here need not imply only
beneficently motivated care in the form of medical treatment of disease and the provision of basic
human needs such as food, safety, shelter, toileting, and bathing, but offers scope for specific kinds
of activities and social interaction. For example, consider the idea mentioned previously, that cer-
tain aspects of selthood have been found to persist in advanced stages of dementia. While this is
sometimes assumed to indicate that selfhood still persists, it refers more precisely to a person’s
capacity to retain a tacit embodied memory of certain individual preferences and affective tenden-
cies. Such a capacity might explain why basic forms of social interaction with family and friends
(Taylor, 2008; Walmsley and McCormack, 2014; Ellis and Astell, 2017; Lee et al., 2017; Fuchs,
2020) and simple leisure activities such as listening to music (Garrido et al., 2018 and 2019) can
evoke seemingly positive responses and experiences in people with advanced dementia. Therefore,
even if a person with advanced dementia shows no sign of a remnant or “petrified” self, our view
is that it is appropriate to enable them to continue to be exposed to an environment in which, for
example, a lifelong hobby or interest is encouraged. This is not because it helps them to uphold
their overarching sense of identity, but because it enables them to experience residual joy or pleas-
ure from such activities.

Obviously, people in advanced stages of dementia who have lost their selfhood entirely (as we
have defined it here) continue experiencing synchronically. They are capable of experiencing resid-
ual joy or pleasure from basic activities and interpersonal interactions. Therefore, the goal of PCC
in this context ought to be concerned with promoting the quality of those experiences derived
from information sourced from within the objective stance but which also has the form of a qua-
si-participant stance (in virtue of the residual capacity to experience synchronically and in virtue
of the carer’s unique role). This contrasts significantly with the idea of PCC in scenario 2 as pro-
moting continuity or maintenance of selthood from a participant stance (proper). It is primarily
concerned with promoting quality of life and well-being, but in a manner that can still acknowledge
and accommodate a person’s uniqueness, individual history, relational being, and humanity (key
elements of a participant stance).

A person with advanced dementia may not be able to (conceptually) understand or identify with
the kinds of expressions, reactions, or attitudes of others that are central to the participant stance.
We acknowledge that this is precisely what compels the move towards an objective stance in which
Strawson claims that our expressions, reactions, or attitudes (or “reactive attitudes” to use Strawson’s
phrase) towards others may remain “emotionally toned in many ways, but not in all ways”: that is, they
may include fear, pity, and love, but not resentment, gratitude, forgiveness, or anger, which “belong to
involvement or participation with others in inter-personal human relationships” (1974, 10). However,
we argue that in virtue of a person’s uniqueness, individual history, relational being, and humanity,
and in virtue of the unique role that carers and family members occupy, the reactive attitudes of grat-
itude and forgiveness remain relevant and ought to be expressed, even though such reactive attitudes
exist in surface form and not in substance (because for those attitudes to obtain requires full par-
ticipation from both sides). Those reactive attitudes express and confer on another person the form
of dignity we outlined earlier, as described by Rosen, in which a duty to respect humanity does not
depend on religion, or humanism (that someone must benefit), or Platonism, but that “in failing to
respect the humanity of others [in the case where selfhood is gone] we actually undermine humanity
in ourselves” (Rosen, 2012, 157). Carers who treat those with dementia at this time, gently addressing
them by name, washing them, reading to them, playing their favorite music, and so on, uphold the
dignity of the person, and their family and friends, by expressing a respectfulness that acknowledges
their presence and who they are.
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IV. CONCLUSION

We think that, largely, dementia symptoms mask the way a person was prior to diagnosis, and that inter-
acting with them on this assumption, where possible, provides the best chance to promote and enrich
the continuity of selthood we have discussed. When this stance is taken, they become fellow social actors
with an equivalent moral status, they become socially visible and they are not just treated but engaged
with and addressed. In contrast, relegation to mere patient or consumer status, where people are treated
as objects or clients to be managed presupposes the opposite, that they are socially invisible as moral
persons. Often, of course, we may oscillate in our interactions, for especially during the middle stages of
dementia, there is no clean distinction between a person and their symptoms. Furthermore, the selthood
of a person with dementia (in pre-advanced stages) is significantly shaped by the people with whom they
are in contact, so who they are is partly up to us and our attitudes towards them.

Human agents do not really oscillate between two discrete states—one, the autonomous respon-
sible individual, and the other, the wholly dependent individual, lacking in the capacity for voluntari-
ness or autonomy. Since agents grow and develop dynamically in conjunction with social others, they
do not write their own story to the exclusion of others. They are participants in a story where co-au-
thorship is the norm. Carers and others who interact with people who have a pre-advanced dementia,
particularly close others, are in a position to in fact orchestrate the social visibility of self, both publicly
and inwardly when persons are given the space and time to make sense of their environment and their
role within it (as in the example of Mr. Q). An appropriately structured relational environment makes
possible the overarching sense of self we have described, and PCC practices and policies that eschew
such an understanding, we think, miss much of what is morally at stake in the conception of dementia
care Kitwood originally envisaged. Adapting our understanding of PCC accordingly not only recovers
its original intent, but in promoting selfhood based on social relationships, it also attends to what is
acknowledged as a shared social responsibility in the context of aged care.

The effects of dementia on agency and the self (with all of the odd and seemingly confronting
behaviors) can lead to social withdrawal and loss of personal contact, in a word, a loss of social visibil-
ity. Nevertheless, with the exception of certain situations where dementia has progressed to a highly
advanced level, people with dementia remain socially sensitive participants with normal psycholog-
ical needs for interaction and intimacy. They retain the capacity, surely, for co-authorship, and the
ability to make sense of their life stories as best they can under the circumstances. As Kennett writes:

...if we accept the claim that in our relations with others we can become, invited, welcomed, or not,
part authors of that person’s self-conception and life story, we need carefully to consider the respon-
sibility that is thus placed on us, particularly in our dealings with those whose identity and agency is
already fragile. (Kennett, 2007, 104)

NOTES

1 We use the term "intersubjective” broadly so as to capture those features that are relevant in typical social exchange. Of particular
importance, however, is the role that empathy plays in constituting the kind of intersubjectivity we have in mind and discuss, that
which also shapes the subjectivity of a person with dementia. We find Edith Stein’s (1964 ) phenomenological account of the relation-
ship between empathy and intersubjectivity particularly germane and useful for our purposes.

2 The argument here is that the concept of “persons” does not correspond to any real category or entity that exists in the world and
therefore should be abandoned.

3 For an objection to such a definition see Singer (2009).

4 Examples include the U.K's system of personal health budgets referred to as “Self-directed Support,” Sweden’s “Act on Free Choice
System” reforms, and Australia’s recent implementation of “consumer directed care” (CDC).

S Weacknowledge a difficulty in continuing to use “PCC,” having distinguished selthood from personhood. However, “PCC” is deeply embed-
ded in dementia care discourse and there appears no obvious solution to this problem, other than to continue using the phrase “PCC”

6 Our view is that such presentations take the form of autobiographical narratives that are self-constituting. For further elaboration of
this idea, see Schechtman (1996).

7 Itis important to notice on this relational point that it largely concerns how the self is maintained, and this is a point about a mech-
anism for ongoing self-formation. It leaves open several questions we cannot address here, including whether we are advocating an
account of the self that is constitutively social, and what implications our view has for the concept of relational autonomy. We do not
take a stand on those questions here. Many of these issues are discussed in Mackenzie and Stoljar (2000).

8 Agnieszka Jaworska (1999) claims that those with relatively late-stage Alzheimer’s dementia have the capacity to value, and that
this capacity persists over time. This is compatible with retaining an overarching sense of identity, especially where that identity is
informed by a normative role.

9  This is based on the generalized three-stage trajectory of dementia, but we acknowledge that this is idealized, and that the trajectory
in practice for some individuals may vary based on the biopsychosocial specifics of those persons and the type of pathology. The
literature on the trajectory of dementia has registered a more accurate seven-stage categorization. See Rose and Lopez (2012).
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10 For a critique see Aquilina and Hughes (2005).

11 To be clear, we do not put forward a first-order prescriptive model. Our purpose is to clarify how such models would best work, given
our revisionary concept of selfhood.

12 These comments are made by Sacks in considering the case of Henry in the documentary Alive Inside (http://www.aliveinside.us/
[accessed August 26, 2023]).
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