
Florence Nightingale Journal of Nursing 

FNJNNJN
The narrowing of self in the meild of dementia

Toki et al.

3

32

Research Article

The Narrowing of Self as Perceived by People in the Early Stages of Dementia—The Second Report

Hiromi Toki1 , Masako Tai2, Sayumi Nojima2

1Department of Nursing, Kagawa Prefectural University of Health Sciences, Faculty of Health and Medical Sciences, Kagawa, Japan
2University of Kochi, School of Nursing, Kochi, Japan
This study was presented at the 2nd International Conference on Nursing Care and Patient Safety.

Cite this article as: Toki, H., Tai, M., & Nojima, S. (2024). The narrowing of self as perceived by people in the early stages of dementia—the second report. Florence 
Nightingale Journal of Nursing, 32(3), 303-311.

Abstract
AIM: The purpose of this study is to shed light on the sense of self that occurs amongst those who have been diagnosed with the early stages of 
dementia, where the individual attempts narrowing their world.
METHODS: The research was conducted using qualitative induction research methods, and data were collected using semi-structured interview 
methods. The interviews were conducted between 2017 and 2019. The 15 participants were residents with families in a Japanese city of about 
950,000 people. 
RESULTS: The diagnosis was Alzheimer’s disease in all cases. Of the 15 participants, six were male and nine female. The average age was 69.9 
years. The average score on the MMSE was 19.8 points. The average period since the first diagnosis was 2 years. The average interview time was 
51 minutes. The narrowing self perceived by these people diagnosed with mild dementia was composed of the “neglected self” and “closed self.”
CONCLUSION: While living in a safe world in which they had given up on their own possibilities and experienced narrowing, they were unable to give 
up and harbored regret, anger, resentment, and feelings of absurdity. We believe that this study will help us understand the experiences of people 
in the early stages of dementia and contribute to providing nursing care that is more tailored to the individuals involved.
Keywords: Mild dementia, narrowing of self, narrative of the parties involved

Introduction

As the number of people with dementia rises with an aging 
population, countries are considering dementia strategies. 
Alzheimer’s Disease International calls for the collection of evi-
dence-based information on dementia and the implementation 
of policies (Alzheimer’s Disease International, 2024).

In Japan, it has not been made clear exactly what kind of nurs-
ing support is effective at each stage of dementia, and as such, 
a system for providing this support remains under development. 
However, little evidence has been accumulated in connection 
with the early stages of dementia. Because the degree of physi-
cal autonomy is high during these early stages, there is very little 
focus on the individuals as recipients of support. Also, there is a 
long history of ignoring what the individuals themselves have to 
say (Balfour, 2006), as it is deemed unreliable due to the effects 
of cognitive impairment (Froggatt, 1988; Takayama & Mizutani, 
2000). There is a possibility of deterioration and changes in con-
nection with one’s sense of self due to the effects of cognitive 
impairment, but this in no way means that the individual has 
lost their sense of self (Caddell & Clare, 2010).

The challenge is to attempt to interpret the world of the per-
son with dementia, rather than setting limits (Balfour, 2006). 
In particular, people with mild dementia are bewildered by 
being sensitive to the changes occurring within themselves 
(Hashimoto, 2019), and are in a period of great confusion and 
anguish. Therefore, it is necessary to try to get a glimpse at how 
they struggle to maintain themselves (Boden & Higaki, 1998, 
2005; Bryden et al., 2005, 2011; Cohen et al., 1986, 1988; Fujita, 
2017; Oshiro, 2017; Sato, 2015; Swaffer & Terada, 2016, 2017; 
Tanno, 2017). In an era of rapid change, analyzing and decipher-
ing the personal testimonies of people suffering from demen-
tia can provide a deeper understanding of the nature of people 
with dementia living in a changing society, and it can create new 
forms of knowledge that affect every level of society.

This report focuses on the “narrowing,” which is one of the five 
selves (Toki et  al., 2022) of people with mild dementia. The 
five selves that they experience are “narrowing,” “being con-
trolled by negative emotions,” “detachment,” “intense utiliza-
tion of knowledge,” and “maintaining continuity” (Toki et  al., 
2023). The narrowing self inhibits the maintenance of the indi-
vidual’s dignity and smooth social relationships, and because 
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of this, they live in a narrow world where they are neglected, 
which is no longer a comfortable place where they can lead a 
productive life. Those that experience the narrowing self feel 
as though their dignity has been trampled on by the external 
and internal stigma of dementia and protect themselves from 
being harmed by others in order to protect their own dignity. 
They live in a narrow world where they feel safer on their own. 
Understanding the self living in a narrowingnarrow world can 
bring us closer to the world of people in the early stages of 
dementia. The purpose of this study is to shed light on the nar-
rowing of self, taken from the narratives of people with mild 
dementia. Furthermore, we believe that it will provide sugges-
tions for future support.

Research Questions
1.	 How do the narratives of individuals with mild dementia 

illustrate the narrowing of self?

Methods

Study Design
The present study was a qualitative study. The methodology 
proposed by Blumer and Goto (1969/2015) was used as a refer-
ence. The data were reported according to consolidated criteria 
for reporting qualitative 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 demen-
tia medical center in hospital. Participants were chosen after 
consultation with doctors who 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 qualitative stud-
ies (Toki et al., 2019). The questions prepared by the investiga-
tors were arranged in line with the opinions of two experts who 
had experience in dementia care. The interview was conducted 
by the principal investigator in a private room of the Dementia 
Disease Medical Centre in a hospital. The average length of the 
interview was 51 minutes. The mental and physical states of the 
participants were monitored before and after the interviews, 
and follow-up interviews 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 ques-
tions 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, when they received 
their diagnosis, etc. During the interview, the following ques-
tions were asked:

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

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

	• What kind of emotions did you feel?
	• Can you explain why you felt like that?

The interviews were terminated after it was determined that 
the data had reached saturation, as the participants’ state-
ments were repetitive and did not contain any new information. 
The interviews were conducted between 2017 and 2019.

Statistical Analysis
The process of qualitative data analysis was based on the steps 
suggested by Kinoshita (2017). The data analysis steps used 
were: coding the data, finding categories, editing categories, and 
defining and interpreting the findings. Data were selected that 
focused on the context of describing the narrowing of the self. 
After classifying them according to the similarity of content, we 
extracted subcategories by giving them names that accurately 
expressed their characteristics. We then examined them in the 
same way, according to the similarity of meaning, and extracted 
categories. A female researcher, who is a doctoral student and 
experienced in qualitative research, analyzed the data, created 
main categories and subcategories, and reached consensus 
with two other female researchers with doctoral degrees. We 
ensured reliability and validity by having our co-researchers, 
who have a lot of experience in qualitative research, discuss 
points of similarity and difference and review them repeatedly 
until we reached consensus.

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, Kochi Prefectural University 
(Approval no: 17-29, Date: July 27, 2017).

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, six were male and nine 
were 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 Narrowing of Self
In the study conducted to examine the perception of narrowing 
of self for those who have been diagnosed with the early stages 
of dementia, two sub-themes and main categories related to 
these cases were identified (Table 2).

The neglected self
The “neglected self” refers to a sense of self where the indi-
vidual feels fed up, frustrated, or angry at the loss of dignity and 
trust that comes with a diagnosis of dementia and being robbed 
of the right to make decisions for themselves. The following 
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three categories fall under this category: “I am fed up with being 
treated like a child, and it makes me angry,” “I feel angry because 
what I say is not taken seriously,” and “I feel frustrated because I 
have lost people’s trust and am treated in a discriminatory man-
ner.” (Table 3).

“I am fed up with being treated like a child, and it makes 
me angry”

After being diagnosed with dementia, individuals felt, 
“frustrated at being interfered with and frustrated to 
have people meddle in their lives.” They also mentioned 
those around them, “giving advice, warning them, pointing 
out their mistakes, and scolding them.” Furthermore, on 

occasions, they experienced a sense of self where “they 
felt angry at not being treated as fully-grown adult” or 
“frustrated and angry at being treated like a child.”

Case 11 had been self-injecting for over 10 years. However, 
since being diagnosed with dementia, they spoke about being 
contacted by their child in the following way:

“Since (getting dementia) they phone me up. They tell me 
it’s injection day and ask if I’ve done it. If I say I’ve given 
myself a shot, they then ask me to show them. When I show 
them on my phone camera they say, oh yes, you really did 
do it. They are just not convinced when I say I’ve injected 
myself. Then they ask if I ate something, and I answer if I 
hadn’t eaten anything I wouldn’t be able to have an injec-
tion. I just think oh good grief…”

In this case, one can see that the individual is not taken at their 
word, and the family forces them to show firm evidence of their 
actions on the camera. This is all considered very bothersome by 
the individual, and they “felt frustrated at being interfered with 
and frustrated to have people meddle in their life.”

The individual’s child is concerned about whether they have 
taken their medication and so contacts them to confirm, but 
this only makes them feel as though they are not trusted. What 
is more, after confirming that they have indeed taken their 
medicine, their child reacts with surprise that they were able 
to do so by themselves, and this makes them feel fed up with 
being treated like a child who cannot stand on their own 2 feet. 
In this situation, one can see that the individual “felt angry at 
not being treated as a fully grown adult” because someone had 
“given advice, warned them, pointed out their mistakes, and 
scolded them.”

“I feel angry because what I say is not taken seriously”

Individuals feel a sense of pride in themselves and the experi-
ence they have gained during their long lives, but after being 
diagnosed with dementia, they experience a sense of indigna-
tion in the form of dissatisfaction and anger that comes from 
“not being understood when there is a good reason why they 
can’t remember things or do certain activities, etc.” and “hav-
ing what they say and do criticized, even though they have 
their reasons for doing so.” In this way, they experience a sense 
of self that “feels angry because what they say is not taken 
seriously.”

Table 1.
Overview of Research Participants (n = 15)

case Gender Age MMSE
Time Since 
Diagnosis

Interview 
Time

1 Female Early 70s 18 2 yrs 8 months 66 min (twice)

2 Male Late 60s 25 1 yr 57 min (twice)

3 Male Late 50s 22 5 yrs 70 min (twice)

4 Female Late 70s 22 10 months 64 min (twice)

5 Female Late 60s 21 2 yrs 3 months 57 min

6 Male Late 80s 25 2 yrs 3 months 54 min

7 Male Early 60s 18 1 yr 63 min

8 Female Late 70s 19 10 months 46 min (twice)

9 Male Early 70s 8 3 months 49 min

10 Female Late 50s 19 7 months 25 min

11 Female Late 60s 21 3 months 58 min

12 Female Early 70s 20 7 months 49 min

13 Female Early 70s 21 10 months 39 min

14 Female Early 70s 19 4 yrs 9 months 29 min

15 Male Early 70s 20 7 yrs 9 months 32 min

Note: MMSE = Mini Mental State Examination is a widely used test for 
screening cognitive function and diagnosing dementia. It consists of 11 
questions that assess various cognitive abilities, including orientation to 
time and place, immediate recall, short-term memory, language abilities, 
and visuospatial skills. The test is scored out of 30 points, with a score 
below 24 typically indicating cognitive impairment.

Table 2.
The Perception of Narrowing of Self

Sub-Theme Categories Case

The neglected self I am fed up with being treated like a child, and it makes me angry 1, 2, 4, 5, 7–9, 11, 13

I feel angry because what I say is not taken seriously 1, 4, 5, 7–9, 11

I feel frustrated because I have lost people’s trust and am treated in a discriminatory manner 1–5, 7–11, 13

The closed self Living in a narrowed world against one’s wishes 1–5, 7–15

Reluctantly letting go, limiting things by oneself, and just putting up with the situation 3, 4, 7–10, 12, 14, 15

Cutting ties with society out of the fear of being stigmatized for one’s illness 1–4, 7–9, 14
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Case 4 is that of an individual who had a lot of self-confidence 
because they had been recognized at their workplace for being 
well-organized and having a sense of responsibility. After being 
recommended to visit a doctor by her husband because of 
her forgetfulness, she spoke about her feelings in the follow-
ing way:

“I was told that I say the same things over and over again. 
But I only keep repeating myself because I can’t stand 
things not being done properly. I don’t like things done 
sloppily. Even so, I just get told that I keep saying the same 
things and repeating them over again. But I just think that 
if my husband forgets then there will be trouble, and so 
that’s why I keep telling him. And then he says, I’m not like 
you!, and I think to myself, Huh? Don’t make fun of me! 
Before I can say anything, he says he’s already heard it 
before, and this makes me even more annoyed…”

From this account, one can see that the individual’s forgetful-
ness is blamed without her being given a chance to explain, and 
she feels indignation from “not being understood when there 
is a good reason why she can’t remember things or do certain 
activities, etc.” and “having what she says and does criticized, 
even though she had her reasons for doing so.” Not only does 
she feel like she has lost face, but because her husband cannot 
understand the advice she keeps giving him based on her natu-
ral desire to be well-organized, she has a miserable sense that 
she is being made fun of and feels resentful toward him.

“I feel frustrated because I have lost people’s trust and am 
treated in a discriminatory manner”

When diagnosed with dementia, some individuals feel that 
“abilities that they were once proud of are now ignored,” and 
the sense of trust and relationships they had established with 
others is replaced by “discrimination once it is known that they 
have dementia” and “they are angered at being treated as a nui-
sance who is of no use to anyone.” In this way they experience a 
sense of self that is “frustrated because they have lost people’s 
trust and are treated in a discriminatory manner.”

Case 7 is that of an individual who was a business person who 
played a key role in society and felt a sense of pride and respon-
sibility. They spoke about when they publicly announced to their 

business contacts about their dementia in order to help them 
understand their illness and express their desire to continue 
doing business:

“Well, the truth is that when I told everyone I had been 
diagnosed with dementia, work immediately dried up. It 
felt as though they were saying, there is no way you can 
work with dementia; and even with people I had worked 
with for a really long time, the work just suddenly, com-
pletely, 100% disappeared.”

From this account, we can see that the moment the individual’s 
business contacts were told about the dementia diagnosis, even 
those with whom he had worked for many years judged that he 
would not be able to work if he had dementia. Consequently, 
“abilities that he was once proud of were now ignored,” and he 
felt a sense of shock and indignation when he lost all trust from 
those around him, and no-one contacted him for work.

Case 5 spoke about their dementia and the response they expe-
rienced from those around them in the following way:

“Everyone ignores me. They say, eh, what’s wrong? They 
never look at my face either. They ignore me and leave me 
out when they are talking, and when I say they are ignor-
ing me, they say, well of course, everyone knows you’ve got 
dementia. And I just think, huh? Why?”

From this, one can see that the individual experiences, “dis-
crimination once others know that they have dementia,” and 
it seems that previous relationships and the sense of trust 
established with others have been forgotten, and “they are 
angered at being treated as a nuisance who is of no use to 
anyone.”

The Closed Self
The “closed self” refers to when an individual becomes aware of 
their current self affected by cognitive dysfunction and other 
symptoms of dementia, and of living in an ever-narrowing 
world in the physical, mental, and social sense. In these cases, 
the individual either decides the limits of their possibilities by 
themself, or they are forced to choose such a situation by those 
around them, and reluctantly finds themself living in a closed 
world. Within the category of the closed self, one can see three 

Table 3.
The Neglected Self

Categories Sub-Categories

I am fed up with being treated 
like a child and it makes me 
angry

Frustrated at being interfered with and people meddle in their lives

Giving advice, warning them, pointing out their mistakes, and scolding them

They felt angry at not being treated as fully-grown adult

I feel angry because what I say is 
not taken seriously

Not being understood when there is a good reason why they can’t remember things or do certain activities etc

Having what they say and do criticized, even though they have their reasons for doing so

I feel frustrated because I 
have lost people’s trust and 
am treated in a discriminatory 
manner

Abilities that they were once proud of are now ignored

Discrimination once it is known that they have dementia

They are angered at being treated as a nuisance who is of no use to anyone
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categories: “living in a narrowed world against one’s wishes,” 
“reluctantly letting go, limiting things by oneself, and just put-
ting up with the situation,” and “cutting ties with society out of 
the fear of being stigmatized for one’s illness” (Table 4).

“Living in a narrowed world against one’s wishes”

This sense of self refers to when an individual realistically takes 
stock of the way they are at present and they themself places 
limits on the world in which they live because they feel they 
have no choice but to do so. Though they are things that the 
individual had up to that point felt pride and confidence in, 
once diagnosed with dementia, they reluctantly “lose contact 
with workmates (and friends)” and are forced into a situation 
by those around them where they have no choice but to give up 
and “feel confused that they are no longer required to fulfill their 
role.” Individuals in this situation reported that, “though it went 
against their wishes, they were forced to live with restricted 
freedom.” In this way one can see this as a sense of self, “living 
in a narrowed world against one’s wishes.”

Case 10 is that of an individual who retired from work, had 
stopped going out, and was living as a shut-in. They spoke about 
their living environment in the following way:

“I guess I don’t really go out much. Before, I would go out 
with colleagues and do various other things, but recently 
I don’t socialize at all. I feel like I just don’t know what to 
do about it.”

From this, one can see that after retirement, the individual lost 
the connections that came with these social relationships and 
therefore “lost contact with workmates (and friends).” Because 
of this, the individual felt confused at having to live in a world 
that was far narrower than before.

Case 11 is that of an individual who was forced into retirement 
by their child due to their cognitive impairment. She spoke 
about her experience in the following way:

“I was working until very recently. In spite of that, I was told 
there was no way I could continue working in my condition. 
I resigned straight away. I’m told to just stay at home. My 
child always gets angry with me in this know-it-all way.”

In this way, the individual not only felt as if her job had been 
stolen from her, but also that her child had stolen her right to 
make decisions and “though it went against her wishes, she was 
forced to live with restricted freedom.”

The individual also started to fall behind on bills and talked 
about how her family had taken over the management of her 
finances in the following way:

“My family tells me that I don’t need to deal with utility bills 
and other payments anymore. I just think that there is less 
chance of making mistakes if I pay everything by myself. 
But they took everything from me. Pension, bank books, 
everything. Even though I can do it myself.”

From this, one can see that the individual felt a sense of frustra-
tion at having her family take control of her financial matters, 
and she “feels confused that she is no longer required to fulfil 
her role.”

“Reluctantly letting go, limiting things by oneself, and just 
putting up with the situation”

After receiving a diagnosis of dementia and realistically tak-
ing stock of their present self, the individual “becomes aware 
of their cognitive impairment and starts to waver because they 
lose the confidence to continue doing things that they had 
considered important up to that point.” “It is difficult to con-
tinue doing what they used to consider important, and so they 
reluctantly have to give up.” “They have things that they want 
to do, but feel it will cause trouble for those around them and 
so place limits on themselves and just put up with the situa-
tion.” Furthermore, even though they do not want to give these 
things up, they “decide by themselves to let go of their social 

Table 4.
The Closed Self

Categories Sub-Categories

Living in a narrowed 
world against one’s 
wishes

Lose contact with workmates (and friends)

Feel confused that they are no longer required to fulfill their role

Though it went against their wishes, they were forced to live with restricted freedom

Reluctantly letting go, 
limiting things by 
oneself, and just 
putting up with the 
situation

Becomes aware of their cognitive impairment and starts to waver because they lose the confidence to continue doing 
things that they had considered important up to that point

It is difficult to continue doing what they used to consider important, and so they reluctantly have to give up

They have things that they want to do but feel it will cause trouble for those around them, so place limits on themselves 
and just put up with the situation

Decide by themselves to let go of their social role so as not to cause trouble to others in the future

Cutting ties with 
society out of the fear 
of being stigmatized 
for one’s illness

Don’t know what others will think of them once they hear about their illness and so create distance so that others won’t 
find out

Dealing with their illness makes them shrink away and become fearful of relationships, so they try not to associate with 
others
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role so as not to cause trouble to others in the future.” In this 
way, the individual experiences a sense of self that “reluctantly 
lets go, limiting things by themselves and just putting up with 
the situation.”

Case 9 is that of an individual who lost his way while out on his 
bicycle and was picked up by the police several times. He spoke 
about his experience in the following way:

“I thought it was easy, but I just got more and more lost 
on the way back. I thought I was OK, but I went the wrong 
way and ended up quite far away. So I’ve been gradually 
refraining from riding my bicycle.”

From this, one can see that though he thought he knew the way, 
for some reason the individual started to get more and more 
lost and experienced the fear and apprehension that come 
with losing one’s way. Because of this, he “became aware of his 
cognitive impairment and started to waver because he lost the 
confidence to continue doing things that he had considered 
important up to that point.”

He hesitated to go out on his bicycle and so abstained from 
doing so, deciding that “it is difficult to continue doing what he 
used to consider important, and so he reluctantly has to give up.”

Furthermore, remembering his experience of losing his way and 
being picked up by the police, and considering his family’s posi-
tion, he spoke in the following way:

“When I got lost, I’m sure my wife looked for me, I guess. 
Looked really hard for me. Even though nothing danger-
ous would happen, she had to search for me. When I didn’t 
come back after a long time, I guess naturally she was 
worried. It must have been tough for my wife having to 
look for me after coming back from work. That’s why I’ve 
gradually stopped riding my bike. Actually, more than not 
riding my bike, I try not to go out because I know looking 
for me again is a lot of trouble.”

From this, one can see that he was grappling with a sense of 
guilt about his wife worrying and having to go out and look for 
him when he didn’t come back and feeling bad about the trou-
ble he had caused others. When he thought about the worry he 
had caused his wife, who was still working, he understood that, 
“though he had things that he wanted to do, he felt it would 
cause trouble for those around him and so placed limits on him-
self and just put up with the situation.”

Case 9 is that of an individual who had played a role in soci-
ety teaching children in the community how to play traditional 
Japanese drums. However, because of forgetfulness caused by 
cognitive impairment, they decided by themselves to give up the 
drums and spoke about their experience in the following way:

“I guess I’m forgetful. I often forgot things. I also felt like 
I was getting in everyone’s way. That’s why I quit. I was 
embarrassed and felt like if I was there, I just got in peo-
ple’s way.”

From this, one can see that in contrast to when they had been 
instructing in the past, they felt embarrassed when they realized 
they could no longer do things well and were getting in every-
one’s way. They felt they had reached a limit with the drumming 
activities that they had enjoyed and felt pride in for many years 
and so reluctantly made a volitional decision to quit, “deciding 
by themselves to let go of their social role so as not to cause 
trouble for others in the future.”

“Cutting ties with society out of the fear of being stigma-
tized for one’s illness”

Due to the stigma of having dementia, individuals “don’t know 
what others will think of them once they hear about their ill-
ness and so create distance so that others won’t find out.” Also, 
“dealing with their illness makes them shrink away and become 
fearful of relationships and so they try not to associate with 
others.” They hide their illness, create distance between them-
selves and other people and society, and live in a much narrower 
world than they had previously, not only physically, but also 
mentally and socially. In this way, individuals in this situation 
experience a sense of self that “cuts ties with society out of the 
fear of being stigmatized for their illness.”

Case 8 is that of an individual who was being treated at a hospi-
tal far from where they lived. They spoke of their experience in 
the following way:

“Oh no, if I go to a dementia hospital near here, people 
around me will find out, and I don’t want them to say 
things about me. I just wonder why everyone has to talk so 
much about someone simply going to the hospital. Every-
one around here gossips about every little thing. I try not to 
talk to people who like that kind of gossip.”

From this, one can see that the individual perceived a stigma 
attached to dementia from the world around them and “didn’t 
know what others would think of them once they heard about 
their illness and so created distance so that others wouldn’t 
find out.”

Case 3 is that of an individual who felt a great stigma in con-
nection to their illness. They spoke about their experience in the 
following way:

“It’s like I’m in a state of fear… no, more like I’m shrinking 
away inside myself… I guess I try to keep people away from 
me at all costs. At the moment, I have 100% shut myself 
away.”

From this, one can see that “dealing with their illness makes 
them shrink away and become fearful of relationships and so 
they try not to associate with others.”

Discussion

Through this present study in Japan, it also become clear that 
individuals with mild dementia experienced a “neglected” or 
“closed” self, lost their remaining power and opportunities, were 
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forced to live in a much narrower world than they had previ-
ously, and that their condition had a considerable influence on 
being able to create an environment that allowed the individual 
to live as they pleased. We think that this study will enable us 
to understand the experiences of people in the early stages of 
dementia and contribute to providing nursing care that is more 
tailored to the individuals involved. 

Characteristics of the Neglected Self
The “neglected self” refers to when an individual previously had 
pride in themselves and was recognized as an equal, respectable 
grown-up and had formed relationships based on trust, but as 
soon as they received a diagnosis of dementia, they experienced 
a sense of self that is “frustrated and angry at being treated like 
a child,” “angry because what they say is not taken seriously,” 
and “frustrated because they have lost people’s trust and are 
treated in a discriminatory manner.”

Trust is about putting confidence in someone, valuing that 
person, and being able to rely on them (Kondō, 2003). It is the 
lubricant of social relationships, and if we lose people’s trust, 
the effectiveness of personal relationships is inhibited dramati-
cally. Moreover, trust enriches our lives and makes society an 
easier place to live (Yamagishi, 2004). However, for those with 
mild dementia, as soon as others find out about their condition, 
the trust that they had built up during their lives up until that 
point is completely wiped away, and they experience a sense 
of self that is no longer trusted by others. In this way, when 
those with mild dementia are no longer trusted by others, they 
themselves also lose sight of whom they can trust within their 
relationships with others, and one can imagine that they experi-
ence a sense of confusion at not knowing whom they will be 
able to trust from that point onward. In other words, for those 
with mild dementia, losing people’s trust causes a disturbance 
in their social relationships, and the world in which they live is 
no longer a comfortable place where they can lead a produc-
tive life. The individual also experiences feelings of annoyance, 
indignation, and anger at having lost people’s trust, and even if 
they lash out at others with these emotions, they are ignored 
and feel frustrated and pathetic at being dismissed and so feel 
as though their dignity has been trampled on.

As one can see from the above description, the characteristics 
of the “Neglected Self” are that when an individual experiences 
a sense of self that has lost the trust of others, this inhibits the 
maintenance of their dignity and smooth social relationships, 
and because of this, they live in a narrow world where they are 
neglected, which is no longer a comfortable place where they 
can lead a productive life.

Characteristics of the Closed Self
The “closed self” refers to when an individual becomes aware of 
their present self which has started to be affected by cognitive 
impairment and other symptoms of dementia, and at the same 
time feels a sense of apprehension. However, they are placed 
in a situation where they are forced to make certain choices by 
those around them, and “live in a narrowed world against their 
wishes.” They decide the limits of their possibilities by them-
selves and “reluctantly let go, limiting things by themselves and 
just putting up with the situation.” They experience a sense of 

self that “cuts ties with society out of the fear of being stigma-
tized for their illness.”

Stigmas can be seen as attributes, behaviors, and evaluations 
that make society lose trust in an individual. The individual is 
no longer treated as a normal person accepted by others in 
society; they are not welcome and are psychologically classified 
as a rejected stereotype (Goffman, 1963). This takes the form 
of individuals being labeled with certain characterizations and 
biased preconceptions, which create barriers and cause them 
to lose their social status and circumstances. At the same time, 
they are treated in a discriminatory manner (Bruce & Phelan 
2001). It is precisely in this way that those with dementia are 
branded by society, rejected, and prejudged. Without anyone 
even confirming their wishes, they are forced to live in a world 
that goes against their will. They can be seen as living in a closed 
world that they have been forced into by outside pressure and 
having their dignity stolen from them. They are also wounded by 
the personal inner stigma that they hold toward their demen-
tia in addition to the damage caused by others. They feel that 
they just have to put up with the situation, become fearful of 
connecting with others, and so decide by themselves not to 
make relationships, closing themselves off from the world. 
Furthermore, by reluctantly having to create a closed-off self, 
they continue to feel a sense of frustration and injustice. They 
not only feel angry towards society but also have to deal with 
feelings of resentment towards themselves and their illness, 
and continue to hold an impotent rage.

As one can see from the above description, the characteristics 
of the “closed self” are that as soon as an individual is diag-
nosed with dementia, due to the mutual effects of interacting 
with a society that holds stereotypical views about dementia 
and does not accept those who have it, they are forced to live 
in a world closed off from both others and themselves. On the 
other hand, when they discover that they are unwelcome and 
rejected by society, they fear they will be hurt even further 
and so try to protect themselves from being hurt by society 
by living in a closed world. While they made the choice to live 
in this closed and safe world by themselves, they continue to 
secretly harbor feelings of anger due to a sense of frustration 
and injustice.

Suggestions About How to Support Those Experiencing a 
Narrowing of Self
Stigma is likely to be experienced differently across distinct 
sociocultural contexts, as stigma may be shaped by culturally 
patterned responses to dementia-related changes in cogni-
tion, behavioral symptoms, and/or disability (Lawrence, 2019). 
Through this present study in Japan, it also became clear that 
individuals with mild dementia experienced a “neglected” or 
“closed” self, lost their remaining power and opportunities, were 
forced to live in a much narrower world than they had previ-
ously, and that their condition had a considerable influence on 
being able to create an environment that allowed the individual 
to live as they pleased. At the individual level, stigma can under-
mine life goals, reduce participation in meaningful life activities, 
and lower levels of well-being and quality of life. At the societal 
level, structural stigma and discrimination can influence levels 
of funding allocated to care and support (Evans et  al., 2019). 
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Unfortunately, the results of a Japanese survey involving 155 
countries on stigma-related knowledge, attitudes, and behav-
iors of people living with dementia were not positive (Evans 
et al., 2019).

However, on the other hand, in Japan there is a movement that 
is lobbying to transform the stigma attached to dementia and 
public perceptions of the condition. The project is known as 
“the restaurant that mixes up orders” (Oguni, 2017). At this 
cafeteria, individuals with dementia work as waiting staff, and 
so customers sometimes get something different from what 
they ordered. In spite of this, customers warmly accept what 
they are served. In other words, they accept the staff’s mis-
takes, and even enjoy the mistakes, and this strange but hospi-
table cafeteria experience has been spreading across Japan for 
limited periods since 2017. The experience of working at this 
cafeteria creates a tolerant atmosphere, where people with 
dementia can live as normal people even if they make mis-
takes, instead of being seen as a nuisance (Oguni, 2017). This 
movement has a track record of collaboration with local gov-
ernments and even opening a cafeteria for employees within 
the Ministry of Health, Labor and Welfare, which is responsible 
for dementia-related policies (Wada et al., 2023). Only when 
active measures are taken to reduce stigma can we begin to 
uphold for persons with dementia the human right to full and 
equitable engagement in, and access to, meaningful activities 
of everyday life (Young, 2019).

As mentioned above, a society where people with dementia 
can participate in society as a matter of course will be achieved 
by engaging in activities that are tolerant and accepting, even 
if mistakes or discrepancies occur due to the effects of cogni-
tive impairment. This will lead to the advancement of a society 
where those with dementia can achieve their potential and not 
have to live in a narrow world. Transforming society’s sense of 
values would surely help liberate those with mild dementia from 
the narrow world in which they live.

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, were living in 
their own homes, and with their families. In order to popularize 
the findings of this research, it is necessary to conduct contin-
ued research with a focus on the illness acceptance process for 
the participants, as well as age of onset.

Conclusion and Recommendations

The narrowing self perceived by these people diagnosed with 
mild dementia was composed of the “neglected self” and 
“closed self.” While living in a safe world in which they had given 
up on their own possibilities and experienced narrowing, they 
were unable to give up and harbored regret, anger, resent-
ment, and feelings of absurdity. From this, it can be seen that 
it is desirable to build a safe society in which people with mild 
dementia can demonstrate their potential.
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