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Abstract Patients with a life-threatening illness can be confronted with various
types of loneliness, one of which is existential loneliness (EL). Since the experience of
EL is extremely disruptive, the issue of EL is relevant for the practice of end-of-life
care. Still, the literature on EL has generated little discussion and empirical sub-
stantiation and has never been systematically reviewed. In order to systematically
review the literature, we (1) identified the existential loneliness literature; (2) estab-
lished an organising framework for the review; (3) conducted a conceptual analysis of
existential loneliness; and (4) discussed its relevance for end-of-life care. We found
that the EL concept is profoundly unclear. Distinguishing between three dimensions
of EL—as a condition, as an experience, and as a process of inner growth—Ieads to
some conceptual clarification. Analysis of these dimensions on the basis of their
respective key notions—everpresent, feeling, defence; death, awareness, difficult
communication; and inner growth, giving meaning, authenticity—further clarifies the
concept. Although none of the key notions are unambiguous, they may function as a
starting point for the development of care strategies on EL at the end of life.
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Introduction

Health care research shows loneliness to be an emotion which often accompanies
dying [e.g., 1-7]. Loneliness of dying refers to at least three different conditions.
Firstly, it may refer to social loneliness, which is the feeling of sadness and longing
that results from a lack of an engaging network [8, 9]. Social loneliness often occurs in
dying due to a decline in health, a decreased network, loss of social roles, and loss of
partner and family. Secondly, loneliness of dying may refer to emotional loneliness,
which is the feeling of utter aloneness even in the presence of others and which results
ultimately from a lack of an attachment figure [8, 9]. Emotional loneliness relates to
dying as people may have great difficulties in understanding and expressing their
emotions concerning their approaching death. Thirdly, loneliness of dying may refer
to existential loneliness (EL). EL is understood as an intolerable emptiness, sadness,
and longing, that results from the awareness of one’s fundamental separateness as a
human being [10, 11]. EL is mostly experienced in life-threatening situations [12, 13]
because it is in the confrontation with death that one is most aware of one’s own
fundamental aloneness. This loneliness can be nullified neither by the presence of
others nor by an adequate dealing with feelings—the isolation of having to die alone
remains [e.g., 14, 15, p. 96]. EL is therefore claimed to be essential to the
understanding of the loneliness of dying [e.g., 11, 12, 16].

Whereas social and emotional loneliness of dying are increasingly recognised as
relevant topics for research [e.g., 4, 17], the EL that may result from the awareness
of having to die alone has received limited attention [12]. As a consequence, the
theoretical framework for researching EL of dying remains limited. In order to
contribute to such a framework, this study systematically reviews the Western
psychological and medical literature on EL. By doing so, the issue of EL is explored
in connection to contemporary medical practice.

The review is limited in at least two ways. Firstly, the psychological and medical
literature largely exclude spiritual understandings of EL—as may be present in, for
example, Buddhist or classical Christian sources. This limitation may be due to the
secularised nature of most psychological and medical research. Except for the
inclusion and discussion of some modern Christian sources that address the issue of
EL, spiritual understandings of EL are not elaborated upon in this review. Secondly,
only few authors illuminate the relationship between EL and end-of-life care. An
exploration of the relevance of EL for end-of-life care, therefore, largely goes
beyond the literature now available. In order to explore the relevance of EL for end-
of-life care in spite of this limitation, we structured the manuscript as an in-depth
examination of the concept of EL and, from there, explicated its relevance for end-
of-life-care. By doing so, this review provides a basis for the further application of
the EL concept into guidelines for clinical assessment and intervention.

Methods

To systematically review the literature on EL, Medline (98 hits), Embase (71 hits),
PsycInfo (656 hits), and Web of Knowledge (99 hits) databases were searched for
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articles in English that were published until July 2008 (total 924 hits). The search
terms used were °‘loneliness’, ‘solitude’, and ‘isolation’ in combination with
‘existential’ and ‘existentialism’. Further references were found in the literature
obtained from the initial search. The inclusion criteria were that articles address the
concept of EL, whether they do so in a scientific or popular style and in an extensive
or more limited way. Studies that use the term EL without any explication [e.g., 18—
20] or that describe loneliness as fundamental to human nature without naming it
EL [e.g., 21-29] were excluded. Twenty-seven studies were found to be relevant for
our review (Table 1).

To establish the organising framework for our systematic review, we distin-
guished loneliness from other similar notions, we explored the relation between EL
and loneliness, and we identified the main dimensions of the EL concept. In order to
do so, we used three general volumes that represent well accepted perspectives on
loneliness [30-32].

To analyse the EL concept, we compiled a general outline of the concept from an
extended reading of the literature. We then tested the general outline for internal
coherence by identifying the key notions that together form the framework of the
EL concept and by analysing their interrelatedness. Subsequently, we advanced the
general outline in three steps: we clarified problematic characterisations of EL,
accounted for the distinctive contribution of each key notion of EL, and subdivided
each key notion into the dimensions of EL. From there, we critically explored each
key notion with regard to clarity and consistency. Finally, we examined the
relevance of the EL concept for end-of-life care.

Organising framework
Isolation, solitude, loneliness

Some studies reduce the experience of loneliness to a phenomenon of isolation or
solitude. Therefore, the task of distinguishing loneliness from both isolation and
solitude should precede adequate analysis of the EL literature. Isolation refers to the
factual state of being separated. As such, it is an external and objective condition
that can be measured and to some extent controlled. When isolation is perceived and
evaluated, it turns into an experience, which is internal and subjective [33]. The
experience of isolation can take either the form of solitude or loneliness. Solitude
indicates a positive experience of isolation, i.e., a constructive way of being
separated from others in order to be by and with oneself. Loneliness, on the other
hand, indicates a negative experience of isolation, i.e., a mentally distressing and
physically stressful way of feeling and being alone [14, 34, pp. 105-106].
Although the distinction between isolation, solitude, and loneliness is widely
accepted, it is not always used nor is it entirely accepted without discussion. For
example, in his 1961 study, Moustakas does not distinguish between loneliness and
solitude [11], but does so in his 1972 study [35]. In addition, Yalom connects
isolation and loneliness without explication [36, p. 355ff.], and Sand and Strang
seem to use the terms interchangeably [12, pp. 1376-1377]. Furthermore, the
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distinction between positive and negative aspects of solitude and loneliness may be
disputable for cultural [34, p. 106] or semantic [37, p. 21] reasons. Mijuskovic even
claims that distinguishing between aloneness, isolation, and solitude is futile since
all these terms are reducible to the more primordial form of ‘fear of loneliness’ [27,
p. 66; 38, p. 7]. Finally, there is discussion about the relationship between loneliness
and the alleged inherent healing force of solitude [39, pp. 64-65; 40, pp. 51-52].
In spite of these discussions, most authors on loneliness subscribe to the distinction
between isolation, solitude, and loneliness [e.g., 2, 35, 40, 41]. Therefore, this
distinction functions as a point of departure for our analysis.

Loneliness and existential loneliness

Since EL is a form of loneliness, adequate analysis of the concept requires insight
into the relationship between EL and loneliness. A common description of loneliness
is the feeling of sadness and longing that results from a lack of relatedness with some
aspect of our world [2, 42]. This relatedness is often characterised in terms of
emotional, social, and existential connections to the world, which lies at the heart of
the general distinction between emotional, social, and existential loneliness [e.g., 37,
43, 44]. With regard to this distinction, some authors prefer to speak of intrapersonal
or trait loneliness, interpersonal or state loneliness, and EL [e.g., 12, 16, 36, 45].
In these distinctions, EL is generally considered to be one dimension of loneliness [e.g.,
13, p. 684; 45, p. 1185] and is further characterised in at least three different ways.

Firstly, EL is characterised as a basic form of loneliness [e.g., 37, p. 21; 44,
pp- 32-33]. This basic form is usually specified as a condition of human existence;
one is always and fundamentally separated from others [e.g., 11, p. i; 16, p. 542; 46,
p. 23; 47, p. 1; 48, p. 70]. One becomes especially aware of this fundamental
separation in the case of frightening threats to being [38, p. 3; 49, p. 27]. Secondly,
EL is characterised as a specific form of loneliness among other forms [e.g., 45,
p- 1184]. This specific form of loneliness is mainly articulated in terms of an
experience [e.g., 12, p. 1376; 47, p. 1; 48, p. 70; 50, p. 93], including the experience
of a total absence of any relatedness [e.g., 38, p. 17; 41, p. 57; 51, p. 274]. Some
authors claim interrelatedness between the different forms of loneliness [e.g., 12,
p. 1377; 36, p. 355]. The experience of EL may then refer to an unspecific loneliness
component, which is also present in other forms of loneliness, as well as to a specific
loneliness component that can be characterized as EL [e.g., 15, pp. 96-97; 45,
p. 1190]. Thirdly, EL is characterized as a process in which the negative experience
of man’s lonely nature is transformed into a positive one [e.g., 11, p. 24; 35, p. 145;
36, p. 361; 46, p. 26; 47]. Hence, people who face a personal crisis may be confronted
with EL and, from that, forge more meaning in their lives [e.g., 50, pp. 5, 8, 14]. This
process of inner growth is the result of man’s possibilities as a human being.

Since these three characterisations are most prominent in the relationship
between EL and loneliness, we consider them as referring to three dimensions of
EL: a condition of human nature, an experience of this condition, and a process of
inner growth that may result from the experience of this condition. These three
dimensions function as a framework for our conceptual analyses of EL.
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Results
Coherence of the EL concept
General outline

We started our analysis with an extended reading of the literature, from which we
compiled the following general description of EL. This general description
necessarily lacks some coherence because authors often present descriptions which
are limited in scope and may contradict each other.

EL is an intrinsic aspect of being human [46, p. 24] and ‘an everpresent feeling of
aloneness, against which one defends oneself for much of the time but for which there is
no permanent remedy’ [S0, pp. 95-96]. Although one may, for example, distract oneself
with love relationships, tasks, or vacations, one’s defences may prove inadequate in the
face of certain disruptive events such as death or separation. These events confront one
with frightening threats to being and induce a basic sense of loneliness that reflects our
being ultimately alone in our own reflective consciousness [36, p. 355; 38, p. 27].

Since EL occurs in cases of frightening threats to being, EL and death are
claimed to be intertwined [50, pp. 95-96]. The EL that we experience in the
awareness of our own finitude cannot be relieved by the presence of others; we
remain fundamentally alone in the anticipation of our death [e.g., 45, p. 1185].
Death is claimed to be the one event in which EL is most evident [12, p. 1377; 36, p.
8; 47, pp. 4-5]. As death is a ‘ceasing to be’ [36, p. 43] and EL is the ‘absence of an
awareness of any thing or sensation’ [38, p. 17], death and EL are both characterised
by nothingness or a lack of being [49, pp. 35-37].

Because EL concerns our very own existence, it is a solipsistic experience [e.g.,
38, p. 69] and subject to severe difficulties of communication [e.g., 11, p. 51].
However, because EL reflects our human nature, we all share in being existentially
lonely. To the extent that awareness and acceptance of EL may lead to inner growth,
EL is considered to be a positive force [e.g., 11, pp. 34-35; 47, pp. 4-5]. It is by
giving meaning to our life and death that we use our potentialities and develop our
capacities as human beings [37, p. 21; 47, pp. 4-5]. As a consequence, EL may lead
to a ‘turning point in one’s life and an impetus to forge a more meaningful and
authentic existence’ [50, p. 106].

In addition to the general description of EL, we listed the issues that appear most
frequently in the EL literature. As the precise content of each issue differs per study,
we labelled each issue with a notion that covers the different descriptions. By doing
so, we identified fifteen key notions that form the basis for our further analysis
(Table 2). In the next sections, we will test and advance the internal coherence of
the general description and key notions of EL.

Problematic characterisations
To test the internal coherence of the concept, we analysed the interrelatedness

among the various key notions. From this process, three problematic characteriza-
tions of EL emerged.
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Table 2 The 15 key notions
most central to the general
outline of EL

. Everpresent

. Feeling

. Defence

. No permanent remedy
. Frightening

. Threats to being

. Death

. Awareness

O 00 N N AW N =

. Finitude

10. Nothingness

11. Solipsistic

12. Difficult communication
13. Inner growth

14. Giving meaning

15. Authenticity

I. EL is seen as both everpresent and as remediable. The literature claims that EL
is an everpresent feeling for which there is no permanent remedy [50, pp. 95-96].
However, it is also assumed that one defends against this everpresent feeling for
much of the time [idem]. Moreover, psychological defence may ameliorate and even
overcome the feeling of EL [e.g., 47, 49, 50, 52]. The problem is that it remains
unclear how everpresence and remediability can go together. Whereas everpresence
means that a feeling is always felt, successful defence against a feeling necessarily
eliminates the feeling temporarily. As none of the authors discuss the tension
between everpresence and remediability, this problematic characterisation remains
unclarified.

I. EL is valued both positively and negatively. EL is negatively valued as an
experience of terror and devastation [e.g., 12; 38, p. 27]. EL is positively valued as a
force that may lead to inner growth [e.g., 11, 47]. This ambiguous evaluation may
be understood in two ways. If there is a chronological order in which the devastating
feeling precedes the growth inducing force of EL, the evaluation of EL covers two
related but different domains. If devastation and growth are two sides of the same
coin—i.e., EL is painful but, as such, also a force towards inner growth—valuation
of EL should be based upon the extent to which these elements occur in situations
where people suffer from EL. However, none of the authors articulate different
domains within the EL concept, nor do they discuss the dynamics between
devastation and inner growth. The problematic characterisation of positive and
negative valuation of EL remains therefore unclarified.

Ill. EL is seen as both solipsistic and communicable. EL is presented as a
solipsistic, i.e., radically subjective, experience [e.g., 38, pp. 27, 69]. At the same
time, it is presented as an objective and universal experience that can be identified
and communicated to a certain extent [e.g., 16, p. 541]. The problem here is that if,
on the one hand, EL concerns the separation from everyone, everything, and every
meaning, it cannot be identified or communicated [e.g., 11, p. 51]. On the other
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hand, if this separateness reflects our human nature, we all share the characteristic of
being ultimately alone. Then we should be able to communicate, at least to some
extent, the experience of EL and to conduct research on it. As a consequence, this
problematic characterization confronts us with the difficulty of how EL can be
explored. Since none of the authors discuss the tension between radical subjectivism
and communication, the problematic characterisation of EL as solipsistic and
communicable remains unclarified.

Clarification and further analysis

To advance the general outline of EL, we conducted three steps. Firstly, we clarified
the problematic characterizations of EL by using the three dimensions of EL
mentioned in our organising framework: (1) EL as a condition of human nature, (2)
EL as an experience of this condition, and (3) EL as a process of inner growth. In the
first problematic characterisation, everpresence then appears to refer to man’s
unchangeably isolated human condition, whereas remediability turns out to refer to
the process of inner growth. In the second problematic characterisation, the positive
valuation of EL turns out to refer to the process of inner growth, whereas the negative
valuation appears to refer to the actual experience of EL. In the third problematic
characterisation, solipsism turns out to refer to the experience of EL that can hardly,
or not at all, be communicated, whereas communicability appears to refer to the
lonely condition of human nature, which can be communicated because it is shared
by all. The use of the three-dimensional framework for understanding the EL concept
thus clarifies the problematic characterisations of EL mentioned above.

Secondly, we accounted for the distinctive contribution of each key notion to the
concept of EL. In order to do so, we explored the meaning of the fifteen key notions in
depth. Key notions that appeared to have similar meanings were clustered. As a result,
the key notion of ‘no permanent remedy’ was placed under the key notion of
‘defence’; the key notion of ‘frightening’ was placed under the key notion of ‘feeling’;
the key notions of ‘threats to being’, ‘finitude’, and ‘nothingness’ were placed under
the key notion of ‘death’; and the key notion of ‘solipsism’ was placed under the key
notion of ‘difficult communication’. By doing so, we reduced the key notions from
fifteen to nine. These nine key notions together form the framework of the EL concept:
(1) Everpresent, (2) Feeling, (3) Defence, (4) Death, (5) Awareness, (6) Difficult
communication, (7) Inner growth, (8) Giving meaning, and (9) Authenticity.

Thirdly, we provided a framework for further analysis of EL by subdividing the
nine key notions into the three dimensions of EL (Table 3). Since the dimensions as
well as the key notions are interrelated, the link between dimension and key notion
is limited in strength. That is to say, none of the key notions belong exclusively to
one dimension and none of the dimensions are independent from the other

Table 3 Subdivision of the 9 key notions into the 3 dimensions of EL

Condition Experience Process
Ever- Death Defence Feeling Awareness Difficult Inner Authen- Giving
present communication  growth ticity meaning
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dimensions. However, some key notions correspond more with one dimension than
with others. For example, descriptions of the ‘feeling’ of EL refer more to EL as an
experience than to EL as a human condition or a process. Likewise, descriptions
regarding ‘death’ refer more to EL as a condition than to EL as an experience or a
process. By thus subdividing the key notions into the dimensions of EL, we provide
a practical framework for an integrated and manageable examination of the EL
concept. In the following sections, we use this framework to further analyse the
concept of EL. From out of a careful examination of the literature, we describe the
three dimensions of EL, report the different ways in which each key notion of EL is
used, and critically explore each key notion with regard to clarity and consistency.

Dimension 1: existential loneliness as a condition

This dimension of EL reflects man’s fundamental aloneness as a human being.
Existing in a body that is separated from everyone else, we are encapsulated in our
minds—we are unique and, thus, basically solitary beings. EL as a condition of
human nature is fundamental to the other two dimensions of EL because it makes
the experience of EL and inner growth possible.

Everpresent

Most of the literature presents EL as everpresent. The meaning of this everpresence
can be understood by using the distinction between isolation and loneliness
mentioned in our organising framework. As the EL literature does not always
distinguish between isolation and loneliness, both notions are part of the EL concept
[e.g., 11, pp. 24, 34-35; 36, pp. 221, 355; 38, p. 3; 50, pp. 95-96]. Applying this
distinction to the EL concept shows that the everpresence of EL actually refers to
existential isolation, which is the fundamental separation between an individual and
his world [e.g., 36, p. 355]. This isolation is mainly presented as a condition, or
basic structure, of human nature—it is everpresent [e.g., 11, p. x; 16, p. 542; 38, p.
3; 47, p. 1; 48, p. 70; 53, p. 173]. Because the claim of everpresence is based on
human nature, most authors make reference to an anthropological perspective on
EL. These perspectives occur in different combinations and vary from experiential
[e.g., 48] to phenomenology [e.g., 38, p. 68] and from psychodynamics [e.g., 52] to
existentialism [e.g., 41, 47, 50]. In addition, behaviourism may be a relevant
anthropological perspective because some studies claim that EL may be physically
experienced [12, 41, 54] and recognised by others [11, 12, 47].

The explanatory force of the anthropological perspectives presented is limited.
Firstly, most authors offer limited or no exploration of their anthropological
perspective. Secondly, some authors refer to the same anthropological perspective
as other authors while making different claims concerning man’s lonely nature. For
example, taking his point of departure in an existential perspective, Carter
presupposes a relation between EL and the spiritual dimension of human nature
[47, p. 3], whereas Yalom, who also departs from an existential perspective, rejects
such a relationship [36, p. 381]. Thirdly, most authors only partially motivate their
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choice for one anthropological perspective above another. For example, Yalom [36]
and Carter [47] motivate their choice for an existential perspective against the
background of psychodynamics, Mijuskovic argues for a phenomenological
perspective and against behaviourism [38], and Applebaum accepts a psychody-
namic perspective without much further discussion [52]. Consequently, it remains
largely unclear how different perspectives on human nature determine the meaning
of EL as an everpresent phenomenon in life.

Death

The literature presents EL as being intertwined with death. This intertwining is
mainly understood as the lonely confrontation with one’s own finite human nature.
Various authors suggest end-of-life-situations to be the events in which EL is most
evident [e.g., 11, pp. ix, 8; 12, p. 1377; 43]. This does not mean, however, that EL is
restricted to end-of-life situations. Numerous events may lead to a confrontation
with one’s finitude. For example, EL is claimed to occur in patients with cancer
[12], HIV-infected women [16, 50], patients with severe mental illness [55, p. 131],
mothers of chronically ill children [56], women giving childbirth [57], and people
making various kinds of fundamental decisions [36, p. 319]. Hence, all kinds of
threatening events may lead to an awareness of one’s lonely being. Therefore, the
intertwined relationship to death is to be understood as a confrontation with all
‘threats to being’ in which who one is may come to an end.

The intertwined relationship between EL and death is described in various but
often limited ways. Some authors just claim that the separation brought about by the
approach of death leads to EL [2, pp. 140-141; 36, p. 356]; others tend to identify EL
with the confrontation with one’s own death [12, 47]; and still others restrict
themselves to showing some similarities between EL and death [38, 41].
Furthermore, none of the authors answer the question of what it means to stand in
a relationship to death. One reason given for this is that relatedness implies
relatedness to something. Since death necessarily excludes all relatedness, it is
unclear how relatedness and death can be compatible [13, p. 693; 36, pp. 221, 3651f.].
Finally, the literature does not differentiate for the type of death-related crisis. Thus,
the EL of standing fundamentally alone when having a life-threatening illness does
not differ from the EL of standing alone in old age or when dealing with the loss of a
child. Due to the limited exploration of the meaning of death, human finitude, and
nothingness, the relationship between EL and death remains largely unclear.

Defence

The literature claims that people may defend themselves against their existential
lonely condition. By loving, intellectualizing, living a busy life, expressing oneself
creatively, and constantly raising one’s level of achievements, the awareness of
being fundamentally alone may be avoided. As a consequence, the transition from
EL as an everpresent condition to the experience of this condition can be overcome
or escaped from [e.g., 11, pp. ix, 31-35, 47; 16, p. 542; 36, p. 362; 38, p. 35; 49, p.
35]. Some activities are claimed to be especially effective for defence against one’s
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lonely condition, such as actualising one’s potential, having children [50, p. 105],
and engaging in friendships [38, p. 100]. However, there is no permanent remedy
for our existential lonely condition [e.g., 11, p. 35; 50, pp. 95-99]. Since nearly
everyone is confronted with overwhelming crisis situations in life, frightening
threats may wedge open one’s defences and break through [e.g., 11, pp. 31-32]. As
such, the collapse of defence seems to be a self-organising process that results from
the forces that are operative between man’s lonely nature and life threatening events
over which the individual has no ultimate control.

A closer look at the collapse of defence shows that the role of the individual is
ambiguous. On the one hand, it is claimed that the individual has no active role in
the breakdown of defence. As long as defence is possible, the individual will not
give up, for giving up means experiencing a horrible suffering with an unknown
outcome. But at a certain point it seems that people simply fail to resist any longer
due to their crisis situation. Indeed, the literature does not present any examples of
people who choose to be confronted with their EL. On the other hand, it is claimed
that the individual takes part in the breakdown of their defences by actively stopping
to escape from his existential lonely condition. The literature speaks in terms of
‘acceptance’, ‘surrender’, and even of ‘a courageous facing it’ [e.g., 11, pp. X, 48,
102]. In this latter interpretation, stopping to escape from one’s EL is a decision or
an act of will. These two characterisations of the role of the individual—a passive
failing to escape or an active facing of one’s EL—show that it is not clear to what
extent defence against EL is open to the conscious agency of the individual.

Dimension 2: existential loneliness as an experience

This dimension concerns the experience of one’s lonely human condition. When
defence fails due to a life-threatening event, people may experience the lonely
emptiness and nothingness that is inherent in the confrontation with their finitude.
The dimension of EL as an experience relates to the other two dimensions in that it
reflects the emotional impact of man’s lonely human nature and functions as a
condition through which inner growth is possible.

Feeling

The feeling of EL is described as a total lack of relatedness. Although some authors
on EL explicitly stress that EL is not a lack of something but just what one is [e.g.,
38, 47, p. 5], their actual descriptions of EL are also formulated in terms of absence.
For example, EL is described as a feeling of ‘emptiness’, ‘timelessness’ [11, pp. ix,
40, 43], and ‘nothingness’, and therefore, as having a ‘toneless quality’ [38, pp. 17—
18]. As this absence is ‘total’, the feeling of EL is the absence of everything and
leaves no room for other perceptions or feelings [11, pp. x, 40; 38, p. 20]. The
feeling of EL has both a positive and a negative connotation. Positively, it is
characterised as a growth inducing force—an affirmative experience of one’s lonely
human nature by which one arrives at unique and thrilling sensations of being an
individual [11, p. x]. Negatively, it is considered to be a tremendously frightening

@ Springer



158 E. J. Ettema et al.

and devastating experience. This extremely negative valuation of the experience of
‘absence’, ‘emptiness’, and ‘nothingness’ dominates most of the literature regarding
EL as a feeling [e.g., 12, 47].

Although authors purport to explore the feeling of EL, most get stuck in a variety
of superlative terms: terrifying, intolerable, despairing, dreadful, terrible, and
horrifying [e.g., 2, p. 8; 11, p. x; 38, pp. 3, 14, 27]. The reason why EL is so
extremely frightening remains largely unexplored. Are we frightened by the
realisation that we will cease to be [36, p. 43], that our consciousness will continue
alone in an empty universe [27, p. 74], or that we will lose our connectedness with
our surrounding reality? The EL Questionnaire (ELQ) reflects some of the
difficulties in describing the EL experience. Relevant issues that occur in the context
of HIV-infection, such as ‘facing death and a foreshortened life’ and ‘the terror of
non-being’, are transposed into response items, such as ‘there is a purpose to my
life’ and ‘the universe is full of meaning’. Item analyses led to 22 items that are
internally consistent and that together form the ELQ. The ELQ is said to perform
well in measuring an underlying construct that can be conceptualised as EL [45].
However, as the items are taken from situations that may generate EL [45, p. 1185],
the ELQ measures how people respond to these situations rather than whether
people feel existentially lonely. Due to the difficulties in exploring the intangible
feeling of EL, it remains unclear what the feeling of EL is like.

Awareness

The literature shows that the EL experience has an emotional and a cognitive
component that is related to the awareness of one’s own finitude. Some authors
stress that EL is a feeling that is generated by the inability to find meaning
in situations where death has to be faced directly and over a prolonged period of
time [e.g., 12, p. 1377; 16, p. 549; 45, p. 1185]. Others stress that EL is a cognition
which results from a shift away from the everyday attitude towards an ontological
attitude—a mode of being in which one is mindful of being human, i.e., a being that
includes the inevitability of death [e.g., 36, p. 319; 53, p. 173]. Generally, the
emotional element of EL turns out to be irreducibly non-conceptual. That is to say,
the feeling of absence appears as an immediately felt quality that cannot be
conceptually expressed. It can only be understood cognitively in positive terms as
the overwhelming desire of the unrelated ego to locate, unify, connect, or bind itself
to other egos or objects [38, p. 15; 58]. The ungraspable meaning of ‘absence’ is
then put aside and replaced by a more easy to understand ‘desire’ or ‘force’. Hence,
both the emotional and rational awareness of one’s own finitude remain unexplored.

The centrality of awareness of one’s own finitude raises the question of how we
should understand the structure of the EL experience. After all, it remains unclear
how the absence of relatedness may lead to an experience at all. Only few authors
dare to claim that they have solved this riddle. They mainly do so by means of a
phenomenological theory of consciousness [36, 38, 41, 51, p. 285]. One of the
fundamental ideas of transcendental phenomenology is that consciousness exists by
virtue of the fact that a subject is directed towards an object. Without this
relationship consciousness is nothing. In the case of EL, consciousness can no
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longer be directed to an object other than itself. The experience of EL thus manifests
itself as the confrontation of consciousness with its own nothingness—a confron-
tation in which the awareness and the feeling of nothingness coincide. It is this
coincidence that blocks any further articulation of the awareness of a nothingness
that results from the absence of relatedness. As a consequence, it seems that this
awareness cannot be further conceptualised.

Difficult communication

Two aspects of communication may be distinguished in the literature: the
expression of the EL experience and the understanding of this expression by
others. People have extreme difficulty articulating their EL experience [11, p. 51;
38, p. 15]. The literature presents three reasons for this difficulty. Firstly, in the
intertwined relationship between EL and death, death is claimed to be inaccessible
because it lies by definition outside of experience [e.g., 41, p. 57]. Secondly, as
consciousness is thus claimed to be directed at nothingness, the EL experience can
only be understood in terms of non-being [38, p. 27]. Thirdly, expression is limited
by the referential structure of language. That is to say, it is claimed that man is
conscious of his lonely nature before he learns to express this fact in language [54,
p- 43]. Once EL is expressed in language, the expression is necessarily a faint
reflection of the reality intended [38, pp. 3, 81-85]. Due to these reasons, the EL
experience is subjected to severe difficulties of expression.

Since EL is difficult to express, onlookers can scarcely understand the EL
experience of others. Various authors, however, claim that the EL experience may be
recognised and shared through a felt understanding of one’s own solitary nature [e.g.,
11, pp. 39, 51; 52, p. 20]. From such a self-understanding, it is suggested, the
experience can be conceptually imparted [e.g., 38, pp. 15, 85]. However, it remains
unclear how this impartation is to be understood because, in general, concepts can be
imparted without the need for experiencing the related feelings. Some authors
suggest that the experience can also be bodily imparted [e.g., 11, pp. x—xi; 12, pp.
1383-1385]. Such bodily expressions are explicated in terms of ‘a face filled with
indescribable loneliness and defeat’ and the bodily recognition of ‘a new wave of
loneliness’ that comes over one [11, pp. 18, 20]. Furthermore, some authors suggest a
relationship between bodily integrity and the perception of EL [e.g., 12,41, p. 45]. In
that case, behavioural correlates may be an entry for a better understanding of EL.
However, as bodily recognition goes beyond conceptual understanding, it remains
unclear how the experience of EL may be further accessed for conceptualisation.

Dimension 3: existential loneliness as a process

This dimension concerns the transforming aspects of EL. The confrontation with
one’s own lonely human nature may lead to inner growth. As such, inner growth
follows upon the EL experience. This dimension relates to the other two dimensions
as it shows the potential of man’s lonely nature and it indicates how the EL
experience may transform one through a renewed relatedness with oneself, others,
and the universe.
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Inner growth

Most authors claim that the negative experience of EL may be transformed into a
positive one. There are roughly three different characterisations of EL as a process of
inner growth. Firstly, inner growth is presented as a personal growth in which one’s
own potential can be actualised [e.g., 49; 50, p. 101]. Secondly, inner growth is
described as an interpersonal growth in which one develops deepened relationships
with heightened feelings of intimacy [e.g., 36, p. 355; 51, p. 285; 59, p. 94]. Thirdly,
inner growth is described as a spiritual growth in which one relates oneself to a
transcendent reality [e.g., 47, 48, 60, 61]. Various authors claim that inner growth
covers all three characterisations [e.g., 11, 59]. The meaning and interrelatedness of
the different characterisations are understood differently. For example, Moustakas
presents spirituality as an independent and relevant area of inner growth [11, pp. 48,
50, 56], Mayers et al. interpret spiritual growth in terms of coping and thus as
personal growth [50], and Yalom interprets spirituality as an unacceptable escape
from self-awareness and thus as personal decline, not growth [36, pp. 380-381].

Since EL is triggered by frightening threats to being, the awareness of one’s own
mortality is presented as the most important ground for inner growth [e.g., 36, pp.
30ff.; 50, p. 95]. Consequently, the meaning of inner growth also depends on the
meaning that one gives to death. Immanent meanings of death—for example, death
as a life structuring force—will mainly be applied to the area of personal and
interpersonal growth. Transcendent meanings of death—for example, death as a
passage to an afterlife—will mainly be applied to the area of spiritual growth.
Whether immanent and transcendent meanings of death lead to inner growth at the
end of life depends largely on how powerful these meanings are and on the
individual’s willingness to rely on such meanings. The literature offers limited
insight into the different meanings of death and hardly discusses the definition of
and requirements for inner growth—whether it be personal, inter-personal, or
spiritual growth. It therefore remains to a large extent unclear what inner growth is
and how it may be achieved.

Authenticity

The literature claims that one can only live authentically by truly experiencing one’s
EL [e.g., 47, p. 5; 49, p. 36]. The meaning of authenticity includes both the
acceptance of one’s lonely nature and the process of self-actualisation through
which one finds oneself. Thus, by discovering and recognising one’s own pre-given
lonely nature, consciousness experiences its own nothingness. This experience
provides the resources for growth in awareness, perceptiveness, and sensitivity.
From there, one may achieve the self-actualisation of knowing who one is, what
one’s relation to others should be, and what the meaning of one’s life is [11, pp. 34—
35]. The EL literature mentions three aspects of this authentic self-actualisation,
which are usually not clearly distinguished. Firstly, authentic self-actualisation is an
individual self-creation that results from making one’s own choices [e.g., 16,
p. 548]. Secondly, authentic self-actualisation is a social construct that results
from intimate shared values with others [e.g., 50, pp. 105-106]. Thirdly, authentic
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self-actualisation is a revealing process that results as a gift from the self-organising
process of the EL experience [e.g., 11, p. 102; 41, p. 56ff.].

The different aspects of authentic self-actualisation show various ways of
attaining inner growth. Each way, however, is characterised by its own difficulties
concerning authenticity. With regard to creating one’s own self-actualisation by
making choices, there are no objective criteria by which authenticity can be
measured. That is to say, one wants to be loyal to oneself, but by rejecting any pre-
given meaning of this self, one lacks the criteria upon which authenticity can be
affirmed or rejected. With regard to socially constructing one’s own self-actualisa-
tion from intimate shared values, there are no criteria by which one can distinguish
between dependency and independence. That is to say, it necessarily remains unclear
whether one’s self-actualisation is derived from oneself or from others. With regard
to discovering one’s own self-actualisation, there are no guidelines for recognising
the discovery as authentic. That is to say, it remains unclear if the gift from the self-
organising process of EL represents one’s authenticity or something else. The
literature does not discuss the difficulties of auto-confirming one’s authenticity.
Therefore, it remains unclear when inner growth is authentic or not.

Giving meaning

The literature shows that inner growth may be achieved by giving spiritual or non-
spiritual meaning. One can give spiritual meaning by, for example, reinterpreting
one’s crisis situation by assigning a transcendent meaning to it, reframing one’s
situation by changing beliefs about reality, and developing a heightened sense of
spirituality [e.g., 43, 50, pp. 104-106)]. One can give non-spiritual meaning by, for
example, making a comparison with others in worse situations, universalising one’s
situation, teaching and sharing experiences with others, and finding reasons to be
hopeful [e.g., 50, pp. 104-106]. It seems to be of little importance whether the given
meaning is valued as corresponding to one’s true human nature [e.g., 62, p. 344—
345] or as a psychological coping strategy [e.g., 50, p. 106]. It is not the truth of the
given meaning that is important but the patient’s subjective experience that results
from the belief in a more or less objective consistency across situations [16, p. 548;
53, p. 173]. Consequently, the possibility of inner growth is closely connected to
one’s spiritual or non-spiritual perspective on reality and the way in which giving
meaning relates to such a perspective.

Depending on the perspective on inner growth, the act of giving meaning is
presented in different ways. In cases where inner growth results from choosing who
one wants to be, giving meaning is mainly described in terms of creation [e.g., 38,
p. 96]. In cases where inner growth results from intimate shared values with others,
giving meaning is mainly described as a construction [e.g., 50, pp. 105-106]. In
cases where inner growth results from discovery, giving meaning is mainly
described as finding meaning [e.g., 11, p. 102]. Moreover, some authors suggest that
inner growth does not primarily result from giving meaning within one’s
perspective on reality, but rather, from a shift of reality perspective. For example,
people may shift their perspective on reality by altering their dualistic thinking in
terms of life-death and aloneness-connectedness to a monistic thinking in which
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they are at the same time living and dying, alone and connected [e.g., 46, p. 30].
However, it is also suggested that giving ultimate meaning is impossible [49, p. 72].
Since neither these differences in giving meaning nor their specific requirements for
realisation are elaborated on, it remains unclear how and to what extent people may
give meaning to situations that they experience as meaningless.

Anthropological, epistemological and ethical perspectives

The analysis of the dimensions and key notions of EL shows significant differences
in the conceptual outline of EL (Table 4). To visualise these differences, we listed
the authors on EL together with the different dimensions and key notions.
Subsequently, we considered which key notions were included, excluded, or absent
in the different conceptualisations of EL. To understand the cause of these
differences, we looked for the anthropological, epistemological, and ethical
perspectives in each study. Most of these perspectives remained implicit in the
literature, but could be explicated through induction. Although the different
anthropological, epistemological, and ethical perspectives ran through the whole EL
concept, they appeared mainly in relation to one of the three dimensions.

The anthropological perspectives appear mainly in relation to EL as a condition of
human nature. The main line of distinction is between Freudian and neo-Freudian
versus existential and existential phenomenological perspectives. From Freudian or
neo-Freudian perspectives, EL necessarily results from conflicting drives or the
individuation process [e.g., 52, 55, 62, p. 334]. It lasts for relatively short periods of
time and leads to emotional growth. From existential or existential phenomenological
perspectives, EL is a consciousness related condition of human nature [e.g., 36, 38, 45,
47]. Tt is everpresent and may lead to emotional [e.g., 11, 36], social [e.g., 35, 47], or
spiritual [e.g., 48, 62] growth, or to no growth at all [e.g., 38]. Since these differences
induce a lack of conceptual clarity, systematic elaboration of the anthropological
presuppositions in the EL literature may further clarify the EL concept.

The epistemological perspectives appear mainly in relation to EL as an
experience. Here, the main line of distinction is between phenomenological and
hermeneutical perspectives. From a phenomenological perspective, the EL expe-
rience can be accessed and objectified by taking numerous narratives and then
eliminating their subjective contexts [e.g., 11]. Subsequently, essential aspects of
the experience may be transposed into a questionnaire to explore whether, and if so,
to what extent someone feels existentially lonely [e.g., 16, 45]. From a hermeneutic
perspective, understanding of the EL experience will always be related to context.
This understanding is necessarily intersubjective because the person’s as well as the
researcher’s pre-understandings determine the meaning of the EL experience [e.g.,
47]. Since these different epistemological perspectives influence the conceptuali-
sation of EL, systematic elaboration of the epistemological presuppositions in the
EL literature may further illuminate the EL concept.

The ethical perspectives mainly appear in relation to EL as a process of inner
growth. Here, the main line of distinction is between defence against EL, thereby
avoiding both suffering and inner growth [e.g., 38, 50], and acceptance or embrace

@ Springer



163

Existential loneliness and end-of-life care

+ + + +

I+ 4+ 4+ + +oc + + + |

+ + + o o o

t+tot+to+++o ++ + 1

+ + + o o +

+tototo+++++ 1

+ + + oo + +

l oo+ +ocoo0c + 1 o+ ++ + o + +

+ o + o

+++++++o++++++++

+ + + +

++++++++ o+t

+ o to+t +to +++++ oo +o ++ + + +

++++++o++++H+++++H++++o0

+ 4+ ++ 4+

+ + + +

[<1 "Te 10 wonsAN (Z00T)
[91] "Te 10 s19KeIAl (100T)

[16] worex pue Ke]y (0007)
[Ly] 111D (000T)

[9¥] yood (L661)

[29 “1¥] meIDdN (2T661) (S661)
[£G] sowoH pue Lase) (S661)
[¢p] wrwg pue A1ou) (¢661)
[96] Sy pue uewol] (1661)
[8%] sutrioD (6861)

[€1] uossiopuy (9861)

[19] Kos[oy (+861)

[9¢] worex (0861)

[8¢] oraoxsnliN (6L61)

[09] uosIfIg (8L61)

[s] wmeqorddy (8261)

[2] aseD (9L61)

[8¢] swouery (9.61)

[s¢] sexeasnoy (2L61)

[66] Teneuapur (0L61)

[11] seyesnoN (1961)

Surueowr
Sutaln

Kyonuayny

ImoI3 1ouuf

UOTEITUNWIWOD
YA

SSaoudIeMy

Surpesq

EhlICIE]g]

peaq

juosardroag

uonou Aoy

$892001d

Qouanadxyg

uonIpuo)

loyny

SSOUI[OUO] [ENJUQ)SIX JO SUOISUAUII(]

T4 Jo auipno [emdaduod Y} UT SIUAIRJIJ § d[qeL

pringer

NS



E. J. Ettema et al.

164

3doouod g 9y} woiy papn[oxa ST uonou Ay ) = — 9doouod TH Yl UI PAUOTIUAW JouU ST uonou Ay oy} = () 9dedouod TH 9y Ul Papn[duI ST Uonou A3y AY) = +

+ + o

o t+t o + o o

o + o + + o

+o++ +o

c o + + + o

+

+ 4+ + + +

o

+ 4+ + +

+

++ +

++ + +

[82] 'Te 32 uos[IIN (L00T)
[¥S] wonsAN (9007)

[6¥] red (9002)

[¢1] Sueng pue pues (9007)
[0S] "Te 10 s1akeAl (S00T)
[p] "Te 10 s1akeAl (200T)

Surtueow
SuIAlD

Aonuayiny

[)MoI1S Jouuy

UoONEBIIUNWWOD
oY

SSoUATEMY

Surpesg

ERliciElg

peaq

juasardioag

uonou Aoy]

§§3201d

douanadxyg

uonIpuo)

oyny

SSOUI[OUO] [ENUISTX JO SUOISUSUII(]

ponunuod § Jqe],

pringer

AR



Existential loneliness and end-of-life care 165

of EL, thereby accepting suffering and the possibility for inner growth [e.g., 47, 48].
As far as the aim is defence, the main suggestions for intervention are distraction
[45], engagement in friendship [38], and sensitive bodily contact [12]. As far as the
aim is inner growth, the main suggestions for intervention are existential
psychotherapy [36], interpersonal support [57], and pastoral care [47]. Since these
differences give rise to conceptual differentiation, systematic elaboration of the
ethical presuppositions in the EL literature may further elucidate the EL concept.

Discussion

This review reveals a lack of agreement and a profound lack of conceptual clarity
regarding the meaning of EL. Distinguishing between the three dimensions of EL—
as a human condition, as an experience of this condition, and as a process of inner
growth that may result from this experience—Ileads to some conceptual clarification.
It clarifies the problematic characterisations of everpresence and remediability, of
positive and negative valuation, and of solipsism and communicability. It may be
objected that the use of a three-dimensional structure complicates rather than
facilitates the analysis of EL. Analysis might be more easily conducted by focusing
on EL as an experience. After all, loneliness, and thus EL, refers primarily to the
experience of isolation and not to a human condition or a process of inner growth.
However, stripping the latter two dimensions from the concept of EL would be
unsatisfying because the three dimensions are profoundly interrelated. It is man’s
lonely condition that appears in the experience of EL, this experience may result in
a process of inner growth, which in turn reflects man’s lonely condition as a
potentiality for being human. Because of this interrelatedness, all three dimensions
are essential for an adequate understanding of the EL concept.

The identification of the nine key notions and their subdivision into the three
dimensions provides a practical framework for a more detailed clarification of the
EL concept. As such, the three-dimensional structure with key notions may serve in
the further development of care strategies. Here, it may be objected that none of the
key notions is specific enough to function as an unambiguous basis for such
developments. To arrive at care strategies, the EL concept should be first
differentiated along the various anthropological, epistemological, and ethical
perspectives that underpin the concept. Subsequently, the differentiated concept
of EL should be adjusted to the personal characteristics of the patient. Since this
requires a great deal of theoretical, empirical, and clinical insight, we are far from
an adequate care strategy for those suffering from EL at the end of life. Although
this objection is justified, it does not render the EL concept useless for end-of-life
care. On the contrary, it shows the need for adequate care strategies for EL at the
end of life, and reveals that caregivers lack a well-considered set of criteria for
dealing with this disruptive experience. The key notions may therefore function as a
starting point for the development of these criteria.

The relevance of clear criteria for dealing with EL may be illustrated by the
example of some actual debates concerning the care for EL at the end of life. This
care is mostly discussed in relation to euthanasia, continuous deep sedation (CDS),
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and psycho-social or spiritual care, especially in northern Europe. Various authors
argue that EL at the end of life should be accepted as a justified motive for a
patient’s request for euthanasia or physician assisted suicide [63, 64]. Less extreme,
but still remarkable, is the not uncommon practice in Dutch end-of-life care of
applying CDS in cases of existential suffering [65]. This is remarkable considering
that psycho-spiritual support, not sedation, forms the basis for the Dutch end-of-life
guideline on existential crisis [66]. In keeping with this guideline, some authors
argue for spiritual support in cases of EL in dying in order to help the patient give
meaning to his or her own finitude [67]. However, actual practice shows that
psychologists or pastors are only involved in the treatment of a minority of patients
and, slightly more often, shortly before death [3, p. 164]. The lack of clarity about
what to do at which stage and in which case shows the need for further elaboration
of the EL concept for end-of-life care.

The limited attention to the patient’s possibility for inner growth suggests that the
dimension of inner growth may especially contribute to the development of an end-
of-life care that focuses on the relief of pain—whether bodily, emotional, social, or
spiritual. The implication for end-of-life care in relation to EL is that care strategies
would not just alleviate the EL that may result from having to die alone. Instead, it
would stress the relevance of authentic personal, interpersonal, and spiritual growth
in and from suffering from EL. This would require caregivers to have a special eye
for the patient’s singularity and characteristic way of suffering as well as for his
potential for inner growth. On the one hand, EL at the end of life may be a
devastating experience that requires relief. But on the other hand, by seeing it as a
condition of human nature, it may also be a space in which patients become most
aware of their deepest human responses to being an individual [47]. Consequently,
end-of-life caregivers are faced with ambivalent values in addressing the EL of
dying; one may passively respect the silent suffering of EL or actively deal with it.
Due to the present-day focus on the patient’s individual autonomy and informed
consent, the former option is most likely to be adopted by caregivers. This may
increase the patient’s suffering from EL because it leaves the patient with a
fundamental aloneness in giving meaning to his own life in the process of dying.
The challenge is to guide the patient through this aloneness and to create conditions
for a positive transformation by reminding him that his individual being has
meaning in spite of his dying.

In order to develop guidelines for dealing with EL at the end of life, the relevant
anthropological, epistemological, and ethical aspects of EL need further explora-
tion. In addition, the meaning of EL needs exploration from out of its intertwined
relationship with death. In order to do so, both theoretical and empirical research is
required. Theoretical research can clarify the isolative impact of death in terms of its
nullification of relatedness; it can demarcate the limitations of interviewing
respondents about their EL experiences; and it can illuminate different objectives
that may be aimed for in end-of-life care. Empirical research can also illuminate the
different care practices regarding EL at the end of life; it can test for the clarity,
consistency, and relevance of the notions used, and it can investigate the causes of
EL. This combination of theoretical and empirical research may lead to a more
adequate framework for understanding EL in relation to end-of-life situations. From
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there, better end-of-life care can be developed for people with a life-threatening
illness.

Open Access This article is distributed under the terms of the Creative Commons Attribution
Noncommercial License which permits any noncommercial use, distribution, and reproduction in any
medium, provided the original author(s) and source are credited.
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