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Abstract

Background: As frail older people might have difficulties in expressing themselves, their needs are often
interpreted by others, for example, by significant others, whose information health care staff often have to
rely on. This, in turn, can put health care staff in ethically difficult situations, where they have to choose
between alternative courses of action. One aspect that might be especially difficult to express is that of
existential loneliness. We have only sparse knowledge about whether, and in what way, the views of frail
older persons and their significant others concerning existential loneliness are in concordance.
Objective: To contrast frail older (>75) persons’ experiences with their significant others’ perceptions of
existential loneliness.

Methods: A case study design was chosen for this study. Individual interviews with frail older persons
(n = 15) and interviews with their significant others (n = 19), as well as field notes, served as a basis for the
study. A thematic analysis was used to interpret data.

Ethical considerations: This study was conducted in accordance with the principles of research ethics.
Findings: The findings showed three themes: (I) Meaningless waiting in contrast to lack of activities,
(2) Longing for a deeper connectedness in contrast to not participating in a social environment and
(3) Restricted freedom in contrast to given up on life.

Discussion: Knowledge about the tensions between older persons’ and their significant others’ views of
existential loneliness could be of use as a basis for ethical reflections on the care of older people and in the
encounter with their significant others.

Conclusion: It is of importance that health care professionals listen to both the frail older person and their
significant other(s) and be aware of whose voice that the care given is based on, in order to provide care that
is beneficial and not to the detriment of the older person.
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Introduction

As frail older people might have difficulties in expressing themselves, their needs and symptoms often
have to be interpreted by others. One such, and subtle, issue is that of existential loneliness, which is
difficult to interpret and detect. Significant others, such as family and friends, are frequently described as
important advisors' and decision-makers' > and health care staff often need to rely on their information. It
is, of course, of great importance to involve and listen to significant others,* ® but if their view differs
from that of the older person, it can put health care staff in ethically difficult situations, where they have to
choose between alternative courses of action.” We have, however, only sparse knowledge about whether,
and in what way, significant others’ and older people’s views of existential loneliness are in concordance.
Such knowledge can be highly important for care provision, not only in the case of existential loneliness
as such but also from a wider perspective concerning the weight that health care professionals give to
information from different sources.

Paul Tillich® and Viktor Frankl® describe an existential dimension of loneliness as a phenomenon that
belongs to life.'? Furthermore, the psychotherapist Irvin Yalom,'® who has explored existential concerns in
human beings’ lives, has referred to existential loneliness as a stipulation of life and pointed to how life itself
involves existential loneliness. He describes what he calls ‘the ultimate concerns’, such as the inevitability
of death, our need of freedom and belongingness and our search for meaning,'® which are all connected to
existential loneliness, sometimes referred to as existential isolation,10 existential anxiety8 or existential
distress.”'" More recently, existential loneliness has been explored in two reviews and described as a
complex and unclear phenomenon.'>!* The literature review by Mayers and Svartberg'? describes exis-
tential loneliness as a basic sense of loneliness that occurs when we, as human beings, face that we are
separated and alone in the world despite having other people around. The other review concludes existential
loneliness as a fundamental condition of human life, intertwined with feelings of nothingness and empti-
ness.' In addition, existential loneliness has been empirically studied in different health care contexts, for
example, in palliative care,'* in the care of people with aphasia,'® among women living with HIV,'? and
among frail older people'® and their significant others.'” One part of life when existential issues seem
especially evident is in old age when thoughts like ‘life is completed and no longer worth living’ come to the
fore,'® as well as thoughts of death and dying,'® and such experiences relate to existential loneliness.'* Frail
older people have described existential loneliness as being related to feeling trapped in a frail and deterior-
ating body, being met with indifference, having nobody to share life with, and lacking purpose and
meaning,'® while their significant others have described the older person’s existential loneliness in terms
of being disconnected from the outside world.'” One conclusion that can be drawn from these studies is that
existential loneliness is a phenomenon that involves a range of feelings and expressions that might be
interpreted differently by different people.

In the care of frail older people, significant others often have to act as representatives for the older person
at the end of life." They can also function as an important link between the older person’s former and present
situation.* However, an interview study with family members concluded that there is an underlying risk that
they often, instead of listening to the older person’s own wants and wishes, make decisions based upon trust,
type of relationship and available information, which can all be influenced by the caring culture and the
communication in the family.? In addition, health care staff have to navigate between the older person, their
significant other(s), the organisation, laws and not least their own moral and ethical approach® to do good
and not harm.>' This is not an easy task, especially when facing such an unclear and complex phenomenon
as existential loneliness. Studies have shown that health professionals find it challenging to encounter
existential distress among persons with advanced cancer'' and existential loneliness among frail older
persons.*? Furthermore, studies show that health care staff provide care based upon what they believe is
best for the patient, sometimes without even asking the patient.’ This also becomes visible in results from
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studies using proxy ratings, that is, when someone else, for example, significant others or health care staff,
rates the patient’s symptoms. Studies focusing on comparisons of self- and proxy assessments of pain®® and
proxy ratings of quality of life among patients with dementia®* show that the ratings differ and that even
people who state that they know the older person well do not really know him or her. There is, therefore, a
need for a deeper understanding of these differences in order to guide health care professionals in the
provision of care.

The present study has its starting point in two previous studies from the existential loneliness study
(LONE study).?> The LONE study is on the development phase of a complex intervention,?® where
existential loneliness is explored through interviews with frail older people,'¢ their significant others,"’
and health care staff.?* The aim of this study was to contrast frail older (>75) persons’ experiences with their
significant others’ perceptions of existential loneliness.

Methods and material

Design

The present study has its starting point in two previous studies, one with frail older persons’ experiences of
existential loneliness'® and the other regarding significant others’ interpretations of the older person’s
existential loneliness.'” Since the two first studies focused on experiences and perceptions, respectively,
and this study aimed to explore contrasts, we used an inductive approach in a secondary analysis of these
interviews. A case study design was chosen since the intention was to present a complete description of the
phenomenon within its social context and answer the questions of ‘how” and ‘why’.?’ Individual interviews
with frail older persons and interviews with their significant others, as well as field notes, served as a basis
for analysis. Since a case study is a method for structure rather than a method for analysis,?’ a thematic
analysis”® served as a tool to interpret the data. The thematic analysis made it possible to search for themes
and patterns in the data and to contrast experiences and perceptions.

Setting

The concept ‘frail older people’ was defined as older (>75) persons, late in life and dependent on long-term
care or services related to health problems. The word ‘frail’ relates in this study, as well as in the LONE
study, to a frail physical body due to illness and physical impairments. The care was given by formal
caregivers from the municipality or the county council. In order to attain variation, persons from different
care contexts were interviewed: Primary health care centre, Municipal home care, Residential care, Hos-
pital, Specialised palliative home care and Specialised palliative ward. Data were collected in the southern
part of Sweden.

Data collection

Three separate data collections served as a basis for this case study: individual interviews with frail older
people (n = 15), interviews with one or more of their significant others (n = 19) and the researchers’ field
notes from the interviews with the older persons. Saturation was reached when the researchers who did the
interviews assessed that nothing additional of relevance for the study came up in the interviews. In total, 23
older persons were interviewed.'® Since the aim of this study was to contrast experiences and perceptions, it
was necessary to use paired interviews which consisted of one older person and his or her significant others.
Therefore, it was only possible to use 15 of the 23 interviews with the older persons since they were the ones
who had designated a significant other.
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Table I. Characteristics of the sample.

Older persons n=15

Men/women 7/8
Age: median (range) 86 (76-101)
Care context
Primary health care centre
Municipal home care
Residential care
Hospital
Specialised palliative ward
Specialised palliative home care
Living in ordinary housing
Living in a nursing home

Ao wWw——aNa

Significant others n=19

Men/women 6/13
Age: median (range) 63 (49-86)
Sons/daughters 5/4
Sibling |
Friend |
Daughter-in-law |
Wives 4
Cousin’s wife |
Nieces 2

Interviews with older persons. The older persons were identified by a designated contact person at each care
unit who provided oral and written information about the study. If the older person gave his or her
permission, his or her name was communicated to one of the co-workers who contacted the older person,
asking him or her whether he or she wanted to participate in the study. Among the older persons, seven were
men and eight were women, aged 76—101 years (median = 86 years). For a description of the sample,
see Table 1.

The interviews lasted between 46 and 147 min (median = 72 min) and were conducted between February
2015 and July 2016. The interviews were of a narrative nature, and after an initial conversation about who
we were and why we were there, the informants were asked about their experiences of loneliness in general.
Thereafter, the concept of existential loneliness was introduced as follows:

We are particularly interested in your experiences of a deeper feeling of loneliness, called existential loneliness, a
feeling that can come and go and be more or less intense. Could you please describe a situation when you
experienced existential loneliness?

The older persons were interviewed by researchers other than the authors of this article, within the LONE
study team. For a more detailed description of the interviews, see Sjdberg et al.'®

Interviews with significant others. In connection with the interview, the older persons were asked if they had
anyone who was close to them and who might agree to be interviewed. If the older person gave the name of a
significant other, that name was communicated to H.L. (the first author). The significant other was then
contacted by telephone by H.L., who inquired whether he or she would agree to receive a letter with



Larsson et al. 1627

information about the study. A couple of days after the letter had been sent out, the significant other was
contacted again by telephone and asked whether he or she wanted to participate. Four of the older persons
gave names of two significant others while 11 of the older persons gave only one name of a significant other.
Altogether, 20 significant others were identified and asked to participate; 1 declined, which resulted in
19 persons agreeing to participate. All the significant others characterised their relation to the older
person as close or very close. The interviews were individual, except one that was done with a couple.
Among the significant others, 6 were men and 13 were women, aged 49-86 years (median = 63 years).
The interviews lasted between 40 and 90 min (median = 51 min) and were conducted between February
2015 and August 2016. For a description of the sample, see Table 1. The interviews were of a narrative
nature, and after an initial conversation about loneliness in general, the concept of existential loneliness
was introduced as follows: ‘We are, in particular, interested in a deeper feeling of loneliness, called
existential loneliness, a feeling that can come and go. Can you try to remember any situation when you
perceived that your . . . experienced this kind of loneliness?” For a more detailed description of the inter-
views, see Larsson et al.!”

Field notes. According to Yin,?” a case study is interested in how a phenomenon is revealed in its
context and therefore the field notes were important. After each interview with the older persons, field
notes were taken by the researchers who did the interviews. The field notes were important in order to
understand the context and focused on three aspects: (1) the physical environment such as living in
older houses with high ceilings close to the city centre, smaller houses in the countryside or in a
nursing home where material belongings bore witness of another life; (2) the atmosphere during the
interview, such as if they wanted us to have some coffee, had laid the table with their finest china or
merely wanted to talk to us; and (3) the researcher’s thoughts and impressions of the interview
situation, such as whether the older persons found it difficult to make their voice heard or to find
words to express their experiences.

Analysis

In accordance with Yin,?’ the next step was to select cases. In this study, a case was composed of the
narratives of one older person, his or her significant other(s) and the field notes. The following step was to
design a protocol®’ that focused on contrasts in experiences and perceptions of existential loneliness. Thus,
the interviews with the older persons, the interviews with their significant others and the field notes were
read as a unit. Each of the older persons’ and their significant others’ narratives and the field notes was
condensed into a reduced narrative with focus on the older person’s context and on his or her experiences of
existential loneliness, and significant others’ perception of the same. This procedure resulted in 15 con-
structed narratives totalling about 40 pages.

The 15 constructed narratives were analysed using Braun and Clarke guide as follows. The
narratives were read repeatedly in order to become familiar with the text. This step was done indepen-
dently by the four authors, who then came together to compare and contrast their impressions of the text.
This was followed by the first author coding meaning units in the text that were related to the aim. The
codes were thereafter discussed among the authors until agreement was reached and grouped into themes.
The analysis moved back and forward between the 15 constructed narratives, cross-case conclusions and
the three themes. For an example of meaning units and themes, see Table 2. The themes can be seen,
according to Yin,?” as drawing cross-case conclusions. Based on the three themes, three new cross-case
narratives were constructed to illustrate the contrast between older people’s experiences and their sig-
nificant others’ perceptions of existential loneliness. An illustration of the procedure in the analysis is
presented in Figure 1.

,528
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Table 2. Extracts from raw data to exemplify the themes.

Older person Significant other Theme

... They wake us up at eight ... choir was there and this and Meaningless waiting in contrast

o’clock. . .and then it’s breakfast half
past eight. . .and the day passes with
food...//...and | have...| have only
that building across to look at. .. //
...then | have to sit here like a
prisoner...//...They would probably
be happy if they got rid of me....//
...they are all so busy anyway,
so...I'mjustaburden to them. (Older
person J)

But | don’t spend time with anyone.. .. //
...no, and not so often with my sons.
No they have their families, they have
their own . . .itis...that is how it
is.../l...everything now is more
difficult and...//...they don’t have
the time...//.. .| can’t do anything.
(Older person G)

...and | didn’t call anyone, because | did
not feel that | had that support at

all...//...you feel very lonely and
abandoned, | have to say...//...life
changes in all aspects . . . | like people, |

like to listen to their stories...//.. .|
think that I've been lonely in difficult
situations, sort of ... // .. .they should
need to listen...// ... give their time
and come here, then | could tell them.
(Older person A)

... we go together and drink coffee and
similar . . . that is those who live

here. . .yes, several of them and that is
nice and so, but it’s not...when I'm
back, 'm still lonely . .. //. . . this feeling
of loneliness . . . that is what | also think
about when I've turned around in bed, |
could have had another someone lying
there in my room . .. (Older person E)
... partly how is it supposed to go now?
And partly how others experience
that.. .| mean, relatives and friends
and such...Thatyou...that...is
a...fear to be exposed...to be on
your own ... that’s not a situation you
think about as long as you are
healthy...//...you gradually

that. . . things happen, they try to
provide activities and are efficient
with . .. some quiz and such things .. .|
think that there should be more of
those things, | think that it’s even more
important than the care itself. .. //

... they should take her

outdoors. .. go for walks . . . they
should . . . go for outings . . . then, she
would feel much better. (Child to J)

And then we pick up the crossword-

puzzle, it’s very good for your brain, to
keep it working, don’t care if you can’t
breathe, you can at least solve the
crossword-puzzle. More of that, oh
yes! (Child to G)

...she doesn’t prioritise people who

want to visit her, and that’s people
whom she herself has chosen ...//
or...she could join us getting out, and
that could be nice? But no ... no, then
she doesn’t want to . .. (Niece to A)

They need. . . they need someone who

just sits down to have a cup of coffee and
talk with them ... //. .. and sort of bring
them back from loneliness and
depression and those things that often
come along with that. But when they just
say no...//...It's just do the best you
can on your own...//...they don’t
want to let anyone inside. (Child to E)

Well, to have to run every time. . .as

soon as he says ... he calls if it’s
anything from that he can’t reach the
glass to that he doesn’t. .. //. We can’t
discuss things in the same way that we
used to. . .instead he sorts of turns
inwards . ..//...this is how...I'm the
one who asks, I'm the one being

to lack of activities

Longing for a deeper
connectedness in contrast to
not participating in a social
environment

Restricted freedom in contrast
to given up on life

(continued)
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Table 2. (continued)

Older person Significant other Theme

experience it, you sort of feel after a
year or so. . .before | could do that
very well, but now it’s deteriorating,
and that results in that you gradually
maybe experience this loneliness
differently...//...To not...be able
to participate in the daily life. (Older
person F)

... I'm pathetic as I'm, that’s the way |
feel...//.. .| take my pills every
day...so that | can sleep...and it
affects me, feeling. .. really . .. down,
so to say. But that is actually too
weak . . . it affects me totally, my whole
life nowadays . . . and that, you have to
understand . ..// ... my worst feelings
are connected to that house, that we
had to leave it, that. .. is sort of the
largest in this whole, that | have been
forced to do. (Older person M)

active...//...he doesn’t take any
initiatives by himself...//...but come
on, you have to. (Partner to F)

He’s a bit lazy when it comes to exercise,

so | tell him, sometimes | say that he
needs to exercise his arms ... but it’s
difficult, so we keep on anyway and |
say that you have to understand that,
that our goal is that you should be able
to get out of bed every morning and
not remain in bed, but to be up and get
dressed, even if you just sit in the
wheel-chair, that is what we need to
aim at. And | nag at him, now you have
to, you see.. . . and pull his arms, but he

actually should be able to do much
more. (Sibling to M)

Ethical approval and consent to participate

The study was performed in accordance with the ethical guidelines by Helsinki Declarations>® and approved
by the Ethical Review Board, Lund, Sweden (Reg. no. 2014/652). The informants, both the older persons
and their significant others, received oral and written information about the aim of the study and about the
procedure, together with a guarantee of confidentiality. They all gave both verbal and written consent to
participate. It was made clear to the informants that they could withdraw from the study at any time and they
were informed that their participation or their withdrawal would not affect the care in any manner. A risk
was that the frail older persons would be exposed to too much stress during the interviews, and therefore it
was important to be sensitive and not force the older persons to say more than they felt was possible.
Permission to audiotape the interview was obtained from the informants. Different people interviewed the
older persons and their significant others for ethical reasons such as integrity. If significant others asked
what the older person had talked about, we could honestly say that we did not know. For this study, we
looked at the pairs (older person together with their significant other), but the findings are presented at a
group level to guarantee confidentiality.

Findings

Below, the narratives of the older persons, their significant others and the field notes are connected and
presented in the shape of three themes that contrast their experiences and perceptions of existential lone-
liness. The themes were Meaningless waiting in contrast to lack of activities, Longing for a deeper con-
nectedness in contrast to not participating in a social environment and Restricted freedom in contrast to
given up on life.



‘sisA[eue ay3 ul aunpadoud aya jo uonensn||| *| anSi4

911 uo dn UoAIS 0} JSENUOD
Ul WOpPadL] PAoLNsaY

JUQWUOIIAUY

Teoos e ur Sunedionaed jou
0} JSEIUOD UT SSAUPIJIIUUOD *|

10doop e 10y Suruo]

SONIATIOR JO €] 0} ISENUOD

ur Sunrem sso[Suruedn

SUOISNJOU0 3SLI-SSOI))

SIXQJUOD 218D
WOy S3j0U P[ar]

61=U ‘S0
juedoyugig

T

Sl=u
‘suosiod 19p|O

SOJ0U PO PUE (S)IYJ0 JULDIUSIS 0M) 10 QU0 ‘U0SIdd JOP[O UO JO SOANBLIEU Pjon1suod pue paied G|

1630



Larsson et al. 1631

Meaningless waiting in contrast to lack of activities

The older persons describe how they are in a phase in life that consists of waiting. They are continuously
waiting — for health care staff, for their significant others, for help getting to the toilet and for the possibility
to go outside. They describe how waiting makes them feel that their life has become meaningless, empty and
isolated, and such feelings give rise to existential loneliness. Significant others also relate the older persons’
existential loneliness to feelings of meaninglessness and worthlessness but in relation to physical limitations
and argue that it is the lack of suitable activities for older persons that triggers existential loneliness. In their
endeavours, they try to encourage the older person to participate in activities and suggest that this could
make existential loneliness decrease. However, the older persons do not express a longing for activities but
rather a desire to be of importance to someone else. They describe how no one does things fogether with
them but only for them. This theme is illustrated below by ‘Martin’.

Cross-case narrative. Martin is 92 years old. He lives alone in a small apartment at an assisted living facility.
He feels that his life has no meaning for anyone else anymore, which makes him experience existential
loneliness. He feels that no one asks for his opinion or knowledge anymore. His significant others believe
that Martin’s existential loneliness relates to his physical limitations making him unable to take part in
activities as he used to do. Martin spends most of his time in bed, where he has a clock, a TV and a music
system. The clock is a constant reminder of how time passes even though Martin’s life has become silent
and characterised by waiting. His significant others perceive that Martin is doing well and that he is being
taken good care of, while Martin himself thinks that his day is all about waiting for help from others. He
feels that no one wants to do things together with him, only for him. Earlier in life, Martin experienced his
home as a place for rest and tranquillity after work and travels. Now, his home has become a place for
waiting rather than calmness. Before, he was the one everyone else was waiting for, and now he is the one
who is waiting. For his significant others, these feelings of tiredness and waiting that Martin describes are
disguised; instead they perceive that Martin needs something to do that keeps him busy, while Martin talks
about the longing to be of importance to someone else.

Longing for a deeper connectedness in contrast to not participating in a social environment

The older persons describe how they feel excluded when they are among people whom they do not feel any
connectedness with, or when they have no one to share essentials in life with. They describe how such
situations give rise to existential loneliness. Significant others also relate the older persons’ existential
loneliness to emptiness due to losses of friends, family and places but rather they talk of the importance of
having a social environment where it is possible to come together with people, since they believe that older
persons experience existential loneliness if they do not socialise with others. Significant others describe
how they often visit or call the older persons, but despite this, the older persons claim that few people, and
sometimes no one, have deep and meaningful conversations with them. The conversations they refer to are
about events in society, politics or news rather than daily things like the weather or when dinner is served.
As the older persons gradually lose their long-term relationships with friends and family, significant others
try to construct a new social environment for them. Significant others perceive that older persons’ existen-
tial loneliness relates to their withdrawal and that they therefore end up without a social environment. This
theme is illustrated below by ‘Lilly’.

Cross-case narrative. Lilly is 83 years old and has lived in a nursing home ever since her husband died a
couple of years ago. She feels that her life has become so hard since her husband died because she has no one
to share difficult decisions with. An example of this is when she was at the hospital and had to decide
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whether she wanted a treatment or not. The doctors had discovered a tumour in her back and gave her
different alternatives of treatment to choose between. She felt that she had no one to talk to about what she
should do and she felt very lonely in her decision. Lilly experiences existential loneliness when she has no
one to share moments like that with. She describes her experience like a new kind of loneliness, a
loneliness that she has never felt before. Her significant others, however, perceive that Lilly’s existential
loneliness has to do with her being left out of the community at the nursing home and believe that Lilly
could leave her room more often to spend time with the other residents. However, to be left out of the
community is not something that Lilly talks about. She misses someone to share essentials in life with and
that induces a feeling of existential loneliness. Lilly feels that her significant others have no interest in
what interests her, namely art and music. Instead they suggest, for example, that she watches TV so that
she has something more ‘ordinary’ to chat about, which they believe could help her integrate into the
community at the nursing home.

Restricted freedom in contrast to given up on life

The older persons experience existential loneliness when they are not given the opportunity to express their
wishes or choose by themselves in their everyday life, since they are dependent on other people’s help.
Significant others also relate the older persons’ existential loneliness to dependency, but they do not talk
about how the older person can no longer choose by themselves. They do not perceive the situation in a
similar way; that is, they do not relate the older person’s situation to restricted freedom but instead they
relate the older person’s existential loneliness to him or her having given up on life and lost his or her
fighting spirit. This contrast between the attitude of the older person and that of their significant other also
includes the material world. When the older person can no longer choose where to live, this gives rise to
existential loneliness. Significant others, on the contrary, in their endeavours, want to find a comfortable
home for the older person. They try to compensate the older person and facilitate things for them by helping
them make decisions in daily life. However, the older persons feel that decisions are made for them and rot
together with them, which increases their existential loneliness. This theme is illustrated below by ‘Jenny’.

Cross-case narrative. Jenny is 86 years old and lives alone in an apartment on the ground floor. She does not
want to live in this apartment, but she feels that she has no other choice, and therefore she experiences
existential loneliness. Jenny describes how throughout her life she has moved and changed her life
depending on the circumstances, but now she can no longer choose where to be, and to feel like this is
anew situation for her. The strategies she always used before when dealing with different situations in life
are no longer possible. She feels that she cannot influence her daily life since she is dependent on other
peoples’ help. She can look out through the windows, but she cannot get outside. Her significant others
instead relate Jenny’s existential loneliness to how she has given up on life and not to her lost freedom.
They believe that it was good for her to move and that those who got her to do so did well. The significant
others perceive the apartment on the ground floor as a comfortable place for Jenny, and they believe that
she is doing well at this place with windows in several directions. However, Jenny yearns for the place
where she believed she could live for the rest of her days. If she had the opportunity to choose, she would
move back again. She had to get rid of most of her material belongings when she moved. For Jenny, every
belonging was a memory of her life and made her feel at home and anchored in her life, connected to the
people she knew and the travelling she had done, while her significant others perceive that it was nice for
her to get rid of a lot of her belongings. Jenny thinks it is so hard and she feels reluctant to stay at this place
and does not recognise herself in her new life. Her significant others continue instead to talk of the
importance of not giving up and they do not perceive the existential loneliness that Jenny feels when she
has no possibility to choose for herself.
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Discussion

The findings from this study highlight contrasts between older persons’ experiences and significant
others’ perceptions of existential loneliness. These contrasts were identified as (1) Meaningless waiting
in contrast to lack of activities, (2) Longing for a deeper connectedness in contrast to not participating in a
social environment and (3) Restricted freedom in contrast to given up on life. The findings can be seen in
the light of the existential psychologist Emmy van Deurzen’s®® description of different dimensions in a
person’s life world. First, the physical dimension ‘Umwelt’*° is characterised by different paces of life. In
the present study, the older person’s everyday life is characterised by waiting while their significant
others often have a busy everyday life with family, friends and hobbies. Second, the social dimension
‘Mitwelt’*® is characterised by different processes. In the present study, the older persons have gradually
lost their social environment, as they can no longer participate in such an environment, or have lost long-
term relationships while their significant others often have, for instance, a social environment where they
belong. Third, the personal dimension ‘Eigenwelt’*® is characterised by different roles. In the present
study, the older persons, due to increasing bodily and mental limitations, are gradually losing their roles in
the family and in society while their significant others have often retained a significant and meaningful
role in the family and in society. This, in turn, reflects the different perspectives older people and their
significant others have, and might explain why significant others have difficulties in taking the older
persons’ perspective on a deeper level.

One tension between frail older persons and their significant others occurs when they have different
views of how to find meaning in life and thereby reduce existential loneliness. Significant others position
themselves from their own perspective to determine what brings meaning in the older person’s life. The
results showed that the older persons’ daily life was permeated by a continuous waiting, which resulted in a
feeling that their life was meaningless. Significant others, instead, talked about the need for activities as a
means to bring meaning to the older person’s life. However, the older persons did not miss general activities
but rather activities that gave a deeper sense of meaning. Frankl® describes how the ability to find meaning
in existence is essential. If older persons have trouble finding meaning in their existence, there is a risk that
their well-being will decrease, and it might decrease further if they are not given the opportunity to discuss
their thoughts and feelings on a deeper level.*! In addition, other studies have shown that there is a link
between, for example, lack of a meaningful life and depression.'® Bergum and Dossetor’> describe the
importance of following a person closely and being genuinely interested in recognising the other person’s
wants and wishes. In addition, Martin Buber’> describes the importance of listening, not only to the spoken
words but also to the facial expressions, the tone of voice and the unspoken words.>* When older persons no
longer have the ability to create their own meaning, significant others and health care staff are essential
resources. Since the older persons in this study particularly talked about the importance of being, and not
doing, the challenge seems to be to account for the older person’s need of being. In a study regarding nurse
assistants’ experiences of providing palliative care in municipal residential care settings, the findings reveal
the dilemma of focusing on the being, that is, the relation, when the doing, that is, the task, has the highest
priority. In addition, even if health care staff identify relational and existential needs, the organisation can be
a barrier to meet those needs when the task-oriented actions are promoted.** How to recognise and support a
meaningful existence for people who are old and frail is thus something that needs to be given high priority
in health care settings in order to promote well-being and a meaningful life.

Another tension between older persons and their significant others occurs when they have different views
of how to feel connected in life. The results showed that significant others talked about ‘being connected’ in
terms of having many social contacts and suggested more social activities in nursing homes to reduce
existential loneliness. However, what prevented older persons from feeling connected was the lack of close
relations where they could have deep conversations about meaningful topics. Other studies have revealed
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that there are periods in life when it is difficult to feel connected, for example, in combination with a severe
illness'* or in a new context, something that has been expressed as ‘feeling lonely in an unfamiliar place’."
This is in line with the thoughts of Tillich,® who has described the essence of how to feel connected in terms
of either ‘taking part’ or ‘being a part’, where both aspects are needed in order to feel connected in life. The
findings from our study show that the older persons are ‘taking part’ to a larger extent than ‘being a part’.
Even if the significant others endeavour to connect the older persons to a new social context, it may be
difficult for the older persons to feel that they really are ‘being a part’. The tension can also be understood in
the light of the two parties being in different phases of life. The older persons are in their last phase in life,
termed the ‘ninth stage’ by Erikson and Erikson.*® This stage is characterised as a balancing act between
negative and positive aspects in life, where the negative aspects are increasingly in focus.*® For health care
staff, the awareness of different phases in life is essential; otherwise it might be difficult for frail older
persons to feel understood in their existential loneliness. For older persons to feel connected, connectedness
in a deeper sense is vital.

Finally, yet another tension between the older persons and their significant others occurs when they have
different views of freedom. The results showed that significant others often took on the role of decision-
maker for the older persons, perceiving that their help made it easier for the older person to manage his or
her situation. However, for the older persons, existential loneliness arose when they felt that they no longer
had a choice, when someone else took decisions for them and not fogether with them. Bergum and
Dossetor>> describe the role of significant others as being both that of a witness and a decision-maker. A
witness is the one who ‘knows something’ and a decision-maker is the one who makes decisions for others.
Significant others are important, both as witnesses and as decision-makers, and several studies highlight the
importance of health care staff listening to significant others.* ® However, there is a risk that this will be at
the expense of the older person’s voice. Not being listened to, or being unable to make one’s voice heard,
can result in feelings of powerlessness and lack of autonomy.>* Freedom of choice and freedom to influence
one’s own life are crucial aspects of autonomy.>? For significant others and health care staff, it is important
to give older persons in need of care the opportunity to choose. Related to this is trust — a key value in the
care of older persons. However, trust is a sensitive concept and grows in the presence of warm and empathic
relations.*® An interview study by Tuominen et al.*® shows that it is not the life-changing events that make
older persons feel autonomous and free but the daily events, such as control of one’s bedtime, dressing,
privacy and social life with relatives. Therefore, it seems important to preserve older people’s independence
and autonomy as far as possible, even concerning daily activities. How to involve frail older persons and
make their voices and choices heard, when they are dependent on help from others, is a critical topic for
ethical discussions among health care professionals.

Methodological considerations

There are limitations to this study. Even if it was the older persons themselves who gave the name/s of
significant other(s), there is a risk that the significant others were not as close to the older persons as they
needed to be in order to be able to interpret the older person’s existential loneliness; this could potentially
reduce credibility.’” However, all of the significant others characterised their relation to the older person as
close or very close. Another limitation is that there is no clear consensus on the concept of existential
loneliness. This may be seen as a weakness and a challenge to the credibility of our data.*” To counter this
possibility, we introduced the concept to the informants in the written information and started the inter-
views, both with the older persons and their significant others, with the description of existential loneliness
as a deeper feeling of loneliness. In addition, the interviews were done by two persons, one junior researcher
and one senior researcher, who were both familiar with conversations about existential issues. Since the first
author (H.L.) did the interviews with the significant others but not with the older persons, there was a risk
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that her pre-understanding of the significant others’ views affected the interpretations of the older persons’
views in the analysis.*” To minimise this risk, it was vital to listen to the interviews with the older persons
and to read the transcriptions and the field notes. Another measure was to involve the second author
(A.K.E.), who had not taken part in any of the interviews and therefore was not influenced by any interview
beforehand. In addition, to safeguard confirmability,?’ the four authors have different professional back-
grounds, including caring science, theology, geriatric nursing and human geography. All four authors took
part in the analysis and discussed the themes until an agreement was reached. In order for the researchers’
interpretations to be verifiable,’ every step in the methods has been described and illustrated in a figure,
extracts from raw data have been presented in a table and a narrative has been extracted to exemplify each
theme. Concerning the transferability>’ of the results, the informants in this study were identified within a
Swedish health care context and the study had no participation of people with a migrant background, except
for one of the significant others, which might limit the transferability. However, the informants were
identified within different health care contexts to increase variation, which might strengthen the transfer-
ability to several settings.

Clinical implications

This study highlights the importance of listening to both the older persons’ experiences and their significant
others’ perceptions, but in order to handle ethically difficult situations, where health care staff have to
choose between alternative courses of action, it is of great importance to be aware of whose voice the care is
based on. One way to bridge the gaps in these revealed contrasts could be a more relation-centred approach’
where both the frail older persons’ story and their significant others’ voices are given equal weight. In the
present study, the findings reveal the importance of listening to both the frail older person and the significant
other(s) rather than only one perspective or favouring one perspective over the other. Such knowledge is
important in the provision of care and could be of use as a basis for ethical reflections in the care of older
people and in the encounter with significant others.
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