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Abstract
AIM: The purpose of this study is to shed light on the sense of self that occurs among those who have been diagnosed with the early stages of
dementia, where the individual attempts to maintain continuity within their world.
METHOD: The research was conducted using qualitative induction research methods and data were collected using semi-structured interview
methods. The data were reported according to COnsolidated criteria for REporting Qualitative research (COREQ).
RESULTS: The diagnosis was Alzheimer's disease for all participants. Of the 15 participants, 6 were male and 9 female. The average age was
69.9 years. For those with the early stages of dementia, a sense of self that attempts to maintain continuity for the world in which they live is made
up of the following: “living in the present while connecting to the past,” “relying on those that help to connect and fill in the gaps between the past,
present, and very near future,” and “living daily life in one’s own world where past and present are connected.”
CONCLUSION: By understanding the sense of self that those who are diagnosed with the early stages of dementia experience while trying to
maintain continuity within their world, one is able to get closer to their world and it is hoped that this may provide hints as to how to offer support

in the future.
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Introduction

As the number of dementia patients increases, the develop-
ment of treatment and care and the improvement of the social
environment are becoming important issues. In Japan, there
are about 6.02 million people aged 65 and over with dementia
and about 35,700 people with early-onset dementia (Ministry
of Health, Labour and Welfare, 2020). Also, it is estimated that
by 2025 the number of people with dementia will have risen
to around 7,000,000 (Ministry of Health, Labour and Welfare,
2014),and so thereis a call for the provision of timely and appro-
priate medical treatment, nursing care, etc., to respond to the
changes in an individual's condition that occur with dementia.

Because of the fact that cognitive function is maintained in the
early stages, repeated forgetfulness and experiences of mak-
ing mistakes due to cognitive impairment strengthen the sense
of unease and confusion, and relationships between the indi-
vidual and those around them often deteriorate. Defining what
kind of support is necessary during these early stages can pre-
vent the manifestation of certain behavioral and psychological
symptoms (Kiyohara, 2016; Washimi, 2016; Takahashi, 2016).
However, little evidence has been accumulated in connection
to the early stages of dementia. Because the degree of physical
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autonomy is high during these early stages, there is very little
focus on the individuals as recipients of support. Moreover,
there is a long history of ignoring what the individuals them-
selves have to say (Balfour, 2006), as it is deemed to be unreli-
able due to the effects of cognitive impairment (Froggatt, 1988;
Takayama, 2000). There is a possibility of deterioration and
changes in connection to one’s sense of self due to the effects
of cognitive impairment, but this in no way means that the indi-
vidual has lost their sense of self (Caddell & Clare, 2010). For
individuals with dementia, living in a fluid society means living in
a world of amorphous uncertainty, and so it is very important to
try to enter into their world by listening to what they have to say
in an attempt to interpret their experiences.

Due to the influence of cognitive impairment, people with
dementia experience a disconnection between memories in
various areas of daily life (Bryden, 1988, 2005; Swaffer, 2016;
Tanno, 2017). Continuity of the same sense of self, and a con-
fidence in this continuity of self, is one of the basic prerequi-
sites of life (Nakamura, 1990; Nakayama, 2012). For humans,
preserving and maintaining one's sense of self is indispensable
for gaining a real sense of existence, and if it is not maintained,
it shakes the very foundation of one's existence (Elliott, 2001).
When people in the early stages of dementia start to experience
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a dysconnectivity between memories, they are unable to main-
tain confidence in their sense of self, and simply living in this
world surely becomes something uncertain and confusing for
them. However, on the other hand, the study can catch glimpses
of people with dementia who are trying to live life in their own
way (Bryden, 1998, 2005; Swaffer, 2016; Tanno, 2017).

In this way, in order for people in the early stages of dementia to
be able to increase confidence in their own existence by them-
selves, it is necessary to ascertain just how they can maintain
continuity of self. It is thought that by doing this people with
dementia and their families will be able to preserve a lifestyle
of their own and improve their quality of life within society, as
well as contributing to the promotion of general well-being. The
purpose of this study is to describe a sense of self that occurs
among those who have been diagnosed with the early stages of
dementia, where the individual attempts to maintain continuity
within their world.

Research Question
What is the perception of maintaining continuity of self for those
who have been diagnosed with the early stages of dementia?

Methods

Study Design

The present study was a qualitative study. The data were
reported according to COnsolidated criteria for REporting
Quialitative research (COREQ) (Tong et al., 2007).

Sample

The 15 participants were residents with families in a Japanese
city of about 950,000 people. They were selected through
purposive sampling. Participants were attending a dementia
medical center in hospital. Participants were chosen after con-
sultation with doctors who had had their condition explained
to them, who were in the early stages of dementia, and could
talk about their experiences. Individuals and their families were
approached, and an outline of the research was explained to
them both verbally and in writing. Participants were those who
gave their consent to participate in the study.

Data Collection

The interview form was prepared by the principal investigator
and two investigators who had experience in a qualitative study
(Toki, 2019). The questions prepared by the investigators were
arranged in line with the opinions of two experts who had expe-
rience in dementia care. The interview was conducted by the
principal investigator in a private room of the Dementia Disease
Medical Center in hospital. The average length of interview was
51 minutes. The mental and physical states of participants were
monitored before and after the interviews and follow-up inter-
views were suggested if any change in state was observed. None
of the individuals displayed any significant change in behavior or
psychological symptoms.

Consent was received from participants to record audio for the
study. As data collection tools, an introductory information form
and an interview form consisting of open-ended questions were
used. The interview started by asking about their recent life, the

reason for their first consultation with a doctor, their experience
of hospital consultations, and when they received their diagno-
sis, etc. During the interview, | asked the following questions:

*  Since you were diagnosed with dementia, have you changed
in any way?

*  When memories do not connect, what did you do or say?

* Has the way that people around you behave toward you
changed?

*  What kind of emotions did you feel?

e Canyou explain why you felt like that?

Interviews continued until data saturation. The interview was
conducted between 2017 and 2019.

Statistical Analysis

The process of qualitative data analysis was based on steps pro-
posed by Kinoshita (2017). The data were selected that focused
on the context of describing continuity of self. The data analysis
steps used were as follows: coding data, finding themes, edit-
ing themes, and defining and interpreting the results. A female
researcher who is a doctoral student and experienced in quali-
tative research analyzed the data and created main themes
and sub-themes, and reached a consensus with two female
researchers who have doctoral degrees.

Ethical Considerations

The study was conducted in accordance with the World Medical
Association’s Helsinki Declaration for Human Studies. This
study was conducted with the approval of the Ethical Review
Committee for Nursing Study, University of Kochi (Date: July 27,
2017, No.17-29).

Results

Research Participants

The diagnosis was Alzheimer's disease for all participants, and
Alzheimer's disease/Lewy body dementia was suspected only
in Case 3. Of the 15 participants, 6 were male and 9 female.
The average age was 69.9 years. The average score on the Mini-
Mental State Examination (MMSE) was 19.8 points. The average
period since the first diagnosis was 2 years (Table 1).

The Perception of Maintaining Continuity of Self

In the study conducted to examine the perception of main-
taining continuity of self, for those who have been diagnosed
with the early stages of dementia, three main themes and sub-
themes related to these cases were identified (Table 2).

Living in the Present While Connecting to the Past

“Living in the present while connecting to the past” is about
finding things from the past that connect to one’s present self;
also a self that finds joy in living through rediscovering a sense of
self that is buried within everyday life. Furthermore, individuals
confirm connections with the people who remain unchanged
around them, and by hoping to be able to continue fulfilling their
roles unchanged in the future they can discover purpose in life.

A woman in her early 70s (case 13) with a look of pride on her
face spoke about her work in the following way: “Even after
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Table 1. retirement, some people relied on me. (People from work said)
Overview of Research Participants (N=15) ‘Won't you help us out a little?’. They would ask me for things.
Time Since Interview (Even after retirement) | continued (working).” From this, one
Case Gender Age MMSE  Diagnosis Time can see that the participant continued to be asked to work
1 Female Early 70s 18 2 years 8 66 minutes even after retirement and she is proud of this experience and
months (twice) her achievements. She was fulfilling her responsibilities and role
. in society and was able to maintain her connections with oth-
2 Male  Late60s 25 1year 57tm{n“tes ers. Her account above is an attempt to “recall experiences that
(twice) connect her past self to her present self with dementia.”
3 Male Late 50s 22 5years 70 minutes
(twice) A man in his late 50s (case 3) talked about his job at the work-
4 Female Late 70s 22 10 months 64 minutes shop in the following way: “I guess I really love my work. Since
(twice) I was young. That's why even in this situation (after develop-
5 Female  Late 60s o1 2 years 3 57 minutes ing dementia), th.ough i.t is tough | want to continue working my
months whole life. Work is my life... they made proper workwear for me
with my name on it and everything.” From this one can see that
6 Male  Late80s 25 2 years 3 54 minutes he also experienced pleasure from “living in the present while
months maintaining his past self” by putting on his workwear with his
7 Male  Early 60s 18 1 year 63 minutes name on it and working while fulfilling his role as a member
8 Female  Late 705 19 10 months 46 minutes of socigty, even though it was a different job frqm. before. By
(twice) expressing the .fact. that he want.s to contlrlue hIS.JOb forever,
he displays motivation and “a desire to continue being of use to
9 Male Early 70s 8 3 months 49 minutes people even though he has dementia.”
10 Female Late 50s 19 7 months 25 minutes
. Furthermore, he continues to speak about his work as fol-
1 Female Late60s 21 8 months 58 minutes lows: “(At the workshop) there is a senior colleague that | get
12 Female Early70s 20 7 months 49 minutes along with well. (This kind of time) is like a hobby for me. | do
13 Female  Early 70s 1 10 months 39 minutes it to try to enjoy myself.’f He had.avoided contact with others
after developing dementia, but with the colleague at his work-
14 Female Early70s 19 4 years 9 29 minutes shop, he could enjoy a personal relationship by talking about the
months strengths and interests he had retained from the past. From this
15 Male Early 70s 20 7 years 9 32 minutes connection and relationship with a new person, he discovered a
months new version of himself that tries to have fun. He is able to “find

Note: MMSE =Mini Mental State Examination.

a reason to live even with dementia that, though obvious, had
been hidden within his everyday life situation.”

Table 2.
Elements of the Continuity Maintaining Self for Those with the Early Stages of Dementia
Theme Subtheme Case
Living in the present while Recalling experiences that connect one's present self with dementia to one’s 2-4
connecting with the past past self
Living in the present while keeping hold of one's past self 1-15
Even though people know about one's dementia, one continues to be cared about 5.7
as much as before
Even if roles have become difficult due to cognitive dysfunction one wants to fulfill 5.7
them by oneself
Having a desire to continue being of use to people even though one has dementia 3-5.7.10-13
Finding a reason to live even with dementia that, though obvious, had been hidden 3
within one's everyday life
Relying on those that help to connect  Living while relying on someone that helps to connect time and memories 1-3.5-7.9
and fill in the gaps between the past, .
present, and very near future Relying on someone else to do what one cannot 1.2.4.6-11.13-15
Having no choice but to leave things in the safe hands of one’s family because one is 5.6.9.12.14.15
no longer reliable
Living daily life in one's own Living in the present in a world aligned to the past 6.15

world where past and present are
connected

Living while connected to the past in a world fitted to one's present self

1
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Relying on Those That Help to Connect and Fill in the Gaps
Between the Past, Present, and Very Near Future

“Relying on those that help to connect and fill in the gaps
between the past, present and very near future” refers to the
fact that cognitive impairment makes it difficult for individuals
to maintain continuity from the past to the present and that by
partly relying on others to help with everyday life and in making
connections and filling in blanks caused by memory loss, they
are able to connect their past and present selves and live with
peace of mind in the real world.

A man in his late 50s (case 2) spoke about his wife in the fol-
lowing way: “(My wife) knew | had gotten like this... | often look
for things. Then | can usually find it because my wife helps me
look... So, I don't have anything (to worry about).” By placing
complete trust in his wife, he displays a current sense of self
that is, “living while relying on someone that helps to connect
time and memories for him.” His wife is much like an escort
for him. From this, one can see that the participant is “rely-
ing on someone else to do what he can't.” Furthermore, even
if his life starts to be disrupted by forgetting things, he relies
on someone to help connect and supplement his memories. By
“living while relying on someone that helps to connect time and
memories,” he believes that he can live comfortably even with
dementia.

For a woman in her early 70s (case 4), while realistically tak-
ing stock of the changes that were taking place with herself
after developing dementia, she gave the following account: “I've
become careless. Recently I've gotten like that. | put my hus-
band in charge of everything, including my bank book. Because
it would be too late after (something bad happened). | asked my
husband, ‘Could you help me out with everything?"” Also, though
the effects had not yet appeared, the fact that her forgetful-
ness might advance further in the very near future made her
think that she may not be able to handle money any longer and
so her confidence in fulfilling a financial role wavered. She was
aware of the need to ask someone to take her place to help
with things in her everyday life; “she was no longer reliable and
so had no choice but to leave things in the safe hands of her
family.”

Living Daily Life in One’s Own World Where Past and Present
Are Connected

“Living daily life in one’s own world where past and present are
connected"” represents a sense of self thatisable toliveinareas-
suring world where past and present are connected. However,
the past for the individual is different from the one that others
know and is a unique world created by the individual to link and
preserve the connection between their past and present selves.

A man in his early 80s (case 6), when asked about his recent
everyday life, his eyes sparkled with life and he replied as fol-
lows: “I go out, on the train... Well, if there is a concert, | go to
listen to that. | often go to town. | arrange to go out with friends,
go out for tea. | often go out. | reckon | go out almost every day. |
was born and raised (in a geisha town), so you know I've always
liked to play the piano, sing. The shamisen too, | still do that
now.” He preserves a sense of the past that is connected with
his roots and sees himself as someone who lives a meaningful

life, actively going out as he had before and enjoying his hob-
bies. However, according to his wife, what he is talking about
here is his life more than 5 years ago. The last 2 or 3 years he
has mostly been stuck in the house, doing nothing, apart from
hospital visits. Out of respect for his sense of pride and self-
esteem, even if significant cognitive impairment was apparent
in his everyday life, his wife did not point it out. Because of this,
though it was different from the actual reality, he was able to
connect with the past and "live in the present in a world aligned
to the past.” That world was his own personal world, and by liv-
ing in that world he was able to increase his sense of security
and it supported his ability to live with dementia.

A woman in her early 70s (case 1), spoke about the fact that
she no longer prepares meals by herself in the following way:
“My mother did (the cooking), | am ashamed to say that | never
did it. Because | didn't need to.” The fact that she does not cook
now is not because she cannot, but because she did not need to
in the past. She is “living while connected to the past in a world
that is fitted to her present self.” She changed her past world
by matching things to her present self (who does not cook) and
saying it was the same in the past, and she lives in a continua-
tion of this reinvented world. She is able to preserve her mental
balance by living in an extended version of her reinvented past.
However, on the other hand, she also talks in the following way:
“My husband does quite a lot of the cooking because his wife
doesn’t do much. Because I'm a bad wife.” This represents her
values. In the world of her reinvented past, she is someone who
did not do housework from the beginning and she feels embar-
rassed for being a woman who has lived like this outside of the
social norm.

Discussion

For individuals with dementia, due to inconsistencies in mem-
ory that appear unpredictably in connection to time, places, and
situations, they are burdened by confusion and unease caused
by the experience of their present self becoming disconnected
from the past and the future, and it becomes difficult for them
to fulfill roles that they had previously played in their lives and to
display their own strengths (Bryden, 1988, 2005; Swaffer, 2016;
Tanno, 2017). However, it has become clear that people in the
early stages of dementia attempt to preserve continuity by “liv-
ing in the present while connecting with the past,” “relying on
those that help to connect and fill in the gaps between the past,
present, and very near future,” and “living daily life in one’s own
world where past and present are connected.”

It has become apparent that individuals in the early stages of
dementia explore their past experiences in order to recall forms
of their self that will connect to their current self living with
dementia. The self is a single process composed of the past
held within one's present self and one's present self facing the
future. Through this core concept of temporality, humans are
able to gain a genuine sense of their own existence (Miyahara,
2012). Especially people in the early stages of dementia have
anxiety about the loss of self and identity (Gabriela, 2022). By
searching for past forms of themself and making connections
to their present self, someone in the early stages of dementia is
able to gain a real sense of existing in this world. What is more,
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by connecting their past and present selves, they are able to
rediscover desires and joys of life that they did not realize had
been buried inside, and this gave them the power to live with
dementia in their own way. In other words, developing nursing
care that promotes “living in the present while connecting to
one's past” would not only reduce the confusion and unease
caused by a disconnected sense of self and bolster a sense of
existence but also help the individual to rediscover personal
desires and the joy of living and support them in gaining a driv-
ing force that would allow them to live with their dementia.

When people are in the early stages of dementia, they are able
to realistically comprehend their current condition in which
their past and present selves have become disconnected, and
it has become clear that they attempt to reconnect them-
selves through family members, who they view as familiar and
reliable. In response to this situation in which they are unable
to maintain continuity of self, through interactions with others
the individual attempts to reconstruct their sense of self recur-
sively (Katagiri, 2017), and a sense of self is produced through
their interpretation of these interactions. In the same way that
Descartes stated that "l am the same person as | was yesterday,”
it is known that psychological stability is gained by maintaining
a basic level of confidence in continuity of self (Elliott, 2001). In
this way, by interacting with others and maintaining continuity
of self, individuals were able to live their lives with dementia free
from anxiety. In short, developing a nursing system that assists
individuals in “living while relying on those that help to connect
and fill in the gaps"” would help them to regain a new sense of
self by themselves and support them in living their daily lives
with dementia peacefully and comfortably.

For people in the early stages of dementia, it has become clear
that they try to avoid the emergence of misalignment caused
by cognitive impairment by living in their own world and per-
ceiving a self that is connected to the past. If one is the pro-
tagonist in one’s own life, one can live confidently, free from
anxiety and doubts, and this is because a deep rooted, funda-
mental sense exists that one's self is consistent at all times,
which transcends time and place (Kajita, 1995). Furthermore,
the self is formed through introspective processes based on
interactions with others, but depending on the individual's
personal interpretations, this can produce behavior that is dif-
ficult to comprehend (Otsuka, 2020). The behavior of those
with dementia that is difficult for others to comprehend could
be interpreted as the individual simply living in a world that is
convenient to themselves. However, through this study, it has
become apparent that these individuals are striving hard to
live in a world that they have created by making connections
between important memories in their life, a safe and com-
fortable world in which they can live with peace of mind. This
personal world they have created that is different from real-
ity is not always a convenient world full of happiness because
inconsistencies that appear when making connections and
preserving a sense of self are left behind; because of these dis-
tortions and inconsistencies, even in their personal world they
are troubled by feelings of discomfort and distress. Put simply,
“living daily life in one's own world where past and present are
connected” strengthens the individual's belief in continuity
of self, which is a basic prerequisite for life (Nakamura, 1990;

Nakayama, 2012). It is therefore necessary to develop nursing
care that respects this as the individual's method of dealing
with the situation in their own way, by explaining the situation
to those around them to gain their understanding and mak-
ing adjustments accordingly. This would support individuals in
being able to live in their own way in a world that is safe and
comfortable for them.

At present, there is little accumulation of evidence related to
the early stages of dementia and the nursing support system is
underdeveloped. This is knowledge that can be used to under-
stand the sense of maintaining continuity of self perceived by
those with the early stages of dementia living in a fluid society.
This new knowledge will contribute to the maintenance and
improvement of quality of life for individuals who have received
a diagnosis of dementia and increase their sense of well-being.
It is expected that these findings will form a base for dementia-
related education, and by gaining a wide range of meaningful
new knowledge and deepening this knowledge and developing
new techniques, it will bring about innovations in dementia care.

Study Limitations

Researchers were mindful of being impartial concerning the
participants’ age, gender, etc. However, all of the participants
had received an explanation about their illness and were living
in their own homes and with their families. In order to popular-
ize the findings of this research, it is necessary to do continued
research with a focus on the iliness acceptance process for the
participants, as well as age of onset.

Conclusion and Recommendations

The continuity-maintaining self is necessary for maintaining a
sense of self for those in the early stages of dementia, and it
supports their efforts to live to the best of their abilities with
dementia. It consists of “living in the present while connecting
with the past,” “relying on those that help to connect and fill
in the gaps between the past, present, and very near future,”
and “living daily life in one's own world where past and present
are connected.” Individuals regained a sense of self by making
temporal connections to the past by themselves and through
interactions with others. This in turn strengthened their con-
tinuity of self, increasing their sense of existence and security,
and gave them the power to strive to live their daily lives with
dementia in their own way.

Ethics Committee Approval: The study was conducted after obtaining
approval from the ethics committee of Kochi Prefectural University
(Date: July 27, 2017, No.17-19).

Informed Consent: When potential participants received a medical
examination, a researcher explained to their families about the outline
of the study and requested their participation. Once the family had
agreed to an explanation being made directly to the individual, the same
explanation was provided to them. Once the individual had agreed to
participate, both parties were consulted about the schedule for inter-
views, and at the time of the interviews, an explanation about the out-
line of the study was given once again both in writing and orally, and
consent was obtained.
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