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Abstract

Introduction: For people with dementia, lived time is impor-
tantto understand, as the condition affects memory, percep-
tions of time, and life expectancy. The aim of this study was
to locate, interpret, and synthesize the experience of lived
time for people with dementia. Method: This article presents
a qualitative systematic meta-synthesis. The theoretical
framework of lifeworlds by van Manen provided the context
for the study. The Critical Appraisal Skills Programme criteria
for qualitative studies were used to appraise the studies. Six-
ty-one qualitative research studies based on interviews with
people with dementia were included in the review. The
analysis followed the principles of interpretive synthesis.
Results: Four categories were revealed: (1) rooted in the
past — “l am the same as before”; (2) focussing on the pres-
ent — “Nobody has tomorrow”; (3) thinking about the fu-
ture - “What is going to happen to me?”; and (4) changes in
the experience of self over time - “l used to....” The latent
overall meaning was expressed as “being engaged with the

dimensions of time.” Discussion/Conclusion: The experi-
ence of lived time is an active and important one, enabling
people to manage the dementia journey. Future work in-
volving people with dementia should foreground the expe-

rience of lived time. ©2020 The Author(s)

Published by S. Karger AG, Basel

Introduction

Living with a chronic condition such as dementia cre-
ates new relations to time [1], not least because the condi-
tion is progressive and life-limiting; recent research sug-
gests that the average life expectancy on being diagnosed
with Alzheimer’s disease, the most common form of de-
mentia, is 5.7 years, but it can range from 1.9 to 6.3 years
[2]. A diagnosis of dementia shortens life. Moreover, it
imposes a new temporality in a person’s life course. Med-
ical texts often classify this in terms of “mild or early
stage” (2-4 years), “moderate or middle stage” (2-10
years), and “severe or late stage” (1-3 years) [3] However,
the idea of a linear-stage model with average timeframes
is problematic; it is too deterministic and fails to take ac-
count of the care environment [4]. Critically, from our
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perspective, it overshadows the understanding of people’s
experiences of lived time, which are likely to vary and
change during the course of the condition.

Time is typically associated with the clock, but Adams
[5] and others identified another alternative to clock time,
namely, temporality. Temporality is a quality that is first
and foremost lived by each human being [6]. Consider,
for example, how time tends to slow down when you are
bored and speed up when you are enjoying yourself [7].
Temporality thus refers “to the nature or structure of time
in terms of its objective existence, its subjective experi-
ence, or both and particularly with respect to the relations
among its dimensions (past, present, and future) and the
way in which it passes” [8]. Therefore, understanding the
lived experience of time is understanding a critical aspect
of human social life.

The Dutch philosopher Max van Manen [7] described
lived time as 1 of 4 existential attributes that he believed
were important to analyze when seeking to understand a
person’s life world. These 4 attributes are (1) lived body,
(2) lived others, (3) lived space, and (4) lived time. He
conceptualized lived time as subjective time as opposed
to clock time and as a category for inquiring into the ways
people experience the temporal dimensions of their life.
Thus, lived time, as conceptualized in this review, is more
than people’s orientation to clock time; it is also related
to perceptions of time and how these might change and
evolve over the course of the illness.

For people with dementia, lived time is a particularly
important attribute to understand, for several reasons.
First, the disease process affects the hippocampus, the
“core temporal device in the brain,” and so perceptions of
time, impairing one’s “internal clock” [9]. This can cause
practical problems, for example, someone getting up in
the middle of night to have breakfast. Hence, there has
been considerable work in dementia studies on assistive
aids to help with time orientation [10].

Second, memory is one of the cognitive capacities
most affected by dementia, so people with this condition
often have difficulties with recalling past events and the
chronological order of their life. This can create, amongst
other things, a significant moral dilemma for profession-
als who have to make best interest decisions for someone
with advanced dementia, that is, deciding what is in
someone’s best interests when their desires change pre-
and post-dementia because the person no longer remem-
bers what he/she liked and disliked [6]. Third, many peo-
ple with dementia are likely to find themselves in places
ruled by the clock, such as day care centres, hospitals,
clinics, and care homes; even people in their own home
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may find their lives governed by clock time, as home care
workers have to work under strict time pressures [11]. In
such situations, people with dementia are likely to feel
rushed and to experience time very differently to those
who provide the care service [12].

A fourth and final reason for advancing understanding
of the lived experience of time for people with dementia
is because dementia is a chronic condition strongly asso-
ciated with a particular time in the life course, namely,
“old age.” Consequently, those affected mid-life and di-
agnosed with so-called “early-onset dementia” can feel
“out of time” as if things are not happening in the expect-
ed chronological order, thereby disrupting the “social
clock” of one’s life trajectory [13]. Analyzing how differ-
ent people with dementia conceptualize and perceive of
time could therefore shed fresh light on the non-linear
and temporally disruptive aspects of this condition.

Understanding how people with dementia might ex-
perience lived time is important not only for the enhance-
ment of care and time orientation but also for the devel-
opment of sociological understandings of temporality in
the context of chronic illness. In one of the few empirical
studies that explicitly sought to understand perceptions
of time among people with dementia, the main temporal
problems participants had were “knowing when” and
“knowing how long” [14]. In this study, “time was expe-
rienced, by the 5 participants, as something internalized,
well known, and self-evident, as internal and external
rhythms, giving structure and tempo to their daily lives.”
Other researchers have collated a collection of writings on
the personal meanings of time for people with dementia
and those who provide care [15]. This work reinforces
what many empirical studies have concluded, namely,
that people with dementia are capable of evolving into
new and different selves over time [16-18]. All of this em-
phasizes the significance of investigating dementia tem-
poralities.

Social science literature on the experiences of lived
time for people with dementia is limited, possibly because
those without dementia do not realize how important
temporal experiences are to those living with the condi-
tion. In recent work on social health and dementia involv-
ing a team of professional academics and clinicians, it was
not until the team sought feedback from people with de-
mentia that the concept of time was given consideration.
As the researchers note, a recurring topic in their feed-
back was the importance of time and how the idea of
change over time should be given more attention [19].
Given how important the experience of lived time clearly
is to people with dementia, there is a need for a system-
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Table 1. Search terms

Dementia

Experience

Embase
(Dementia OR dementia, presenile OR dementia, senile OR

Alzheimer’s disease OR dementia, multi-infarct OR Lewy body disease
OR dementia, vascular OR dementia, frontotemporal) Keyword (KW)

OR (dement* OR presenile dement* OR senile dement* OR

Alzheimer* OR multi-infarct dement* OR Lewy body dement* OR

vascular dement* OR frontotemporal dement*) TW
MEDLINE
(Dementia OR dementia, presenile OR dementia, senile OR

Alzheimer’s disease OR dementia, multi-infarct OR Lewy body disease

OR dementia, vascular) MESH
OR (dement* OR presenile dement* OR senile dement* OR

Alzheimer* OR multi-infarct dement* OR Lewy body dement* OR

vascular dement* OR frontotemporal dement*) TW
CINAHL
(Dementia OR dementia, presenile OR dementia, senile OR

Alzheimer’s disease OR dementia, multi-infarct OR Lewy body disease

OR dementia, vascular) MESH
OR (dement* OR presenile dement* OR senile dement* OR

Alzheimer* OR multi-infarct dement* OR Lewy body dement* OR

vascular dement* OR frontotemporal dement*) TX (all text)
PsycINFO
(Dementia OR dementia, presenile OR dementia, senile OR

Alzheimer’s disease OR dementia, multi-infarct OR Lewy body disease

OR dementia, vascular) MESH
OR (dement* OR presenile dement* OR senile dement* OR

Alzheimer* OR multi-infarct dement* OR Lewy body dement* OR

vascular dement* OR frontotemporal dement*) TW
AGELINE

Dement* OR presenile dement* OR senile dement* OR Alzheimer*

OR multi-infarct dement* OR Lewy body dement* OR vascular
dement* OR frontotemporal dement*) TX (all text)

OR (dementia OR Alzheimer’s disease OR Alzheimer’s* OR Lewy
body**) SU (subject)

Embase

(Personal experience® OR experience® OR lived experience*
OR life experience® OR patient experience® OR subjective
experience* OR first-person) TW

MEDLINE

AND (personal experience* OR experience* OR lived
experience* OR life experience* OR patient experience*

OR subjective experience® OR first-person) TW

CINAHL

(Life N1 experience) OR (personal experience* OR
experience* OR lived experience* OR life experience*

OR patient experience* OR subjective experience*

OR first-person) TX

PsycINFO

(Life experience) mesh OR (personal experience* OR
experience* OR lived experience* OR life experience*

OR patient experience* OR subjective experience*

OR first-person) TW

AGELINE

(Personal experience* OR experience® OR lived experience*
OR life experience* OR patient experience* OR subjective
experience* OR first-person) TX

AND (nursing methodologies OR case study OR constant
comparison OR content analysis OR descriptive study OR
discourse analysis OR ethnography OR exploratory OR
feminist OR grounded theory OR hermeneutic OR interview
OR narrative OR naturalistic OR participant observation OR
phenomenology OR qualitative research OR qualitative
methods OR qualitative study)

atic review that synthesizes the knowledge on this topic.
Thus, the aim of this systematic synthesis was to locate,
interpret, and synthesize the experience of lived time for
people with dementia.

Methods

We performed the same methodological approach as for 2 pre-
vious published articles in this set of articles based on the theo-
retical framework by van Manen [20, 21]. By a systematic literature
search combining terms with a variety of combinations of demen-
tia and experience, we screened 5 databases: AgeLine, CINAHL
Complete, Embase, MEDLINE, and PsycINFO. The complete
search strategy is shown in Table 1.

The Experience of Lived Time in People
with Dementia

We included peer-reviewed qualitative research studies pub-
lished in English between January 2004 and February 2020. We
identified 7,840 articles, and 200 articles were read in full text. Fur-
ther details on selection criteria are described in the flowchart
shown in Figure 1.

To ensure rigour and quality, we performed a paired screening,
that is, 2 authors read the articles in full text and came to consensus
for further inclusion. Potential pair disagreements were to be dis-
cussed with the whole author team. Articles were included if the
sample comprised people with dementia, the data were collected
from qualitative interviews, and the article contained quotes or
statements relating to the concept of “time.” In cases of focus
groups or dyad interviews were spouses or health care personnel
were present during the interviews, the article had to describe the
people with dementia’s voice explicitly. We excluded articles that
(a) had a mixed sample including both people with dementia and
people with other diagnosis, (b) had a sample of people with an un-
clear, probable, or possible dementia diagnosis, and (c) described
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Records identified through Records excluded due to the exclusion criteria
systematic, computerized | (n =7,640)
search in six databases: =
(n = 7,840)*
Y
Quality assessment and Full text articles excluded due to:
full text assessment >
(n = 200) Low quality (9)

Y

Methodological issues (26)
Mixed sample (17)
Experience related to a specific intervention (20)

(n=161)

Qualitative studies included
in the meta-synthesis

Voice of person with dementianot clear (23)
Not describing time (44)
(n=139)

Fig. 1. Flowchart of literature search.

experiences that were based on an intervention and (d) were based
on single cases. The quality process described here is in line with
the PRISMA guidelines [22].

Quality Assessment of the Studies

A total of 69 articles were reviewed in accord with the Critical Ap-
praisal Skills Programme (CASP) criteria for qualitative studies [23].
All the included articles were assessed according to the CASP criteria
by 2 authors. Any disagreements were to be discussed with the other
authors to reach consensus. Nine criteria of the CASP were used in
the assessment part, all given 1 point if satisfactory stated: (1) a clear
statement of aims; (2) appropriate choice of the method; (3) appro-
priate research design; (4) congruence between the recruitment strat-
egy, aims, and research; (5) the data collection method addresses the
research issue; (6) a relationship between the researcher and the par-
ticipant was considered; (7) ethical issues were considered; (8) the
process of data analysis was sufficiently rigorous; and (9) a clear state-
ment of the findings. By such, the maximum score was 9 for each
article, leaving the top score with the value of high methodological
quality, while the score of 7-8 points gave a value of moderate qual-
ity. Only studies valued to moderate or high quality were included,
as shown in Table 2. As a consequence of this quality assessment, 9
studies were excluded due to low quality, that is, values below 7.

This meta-synthesis incorporates 61 articles where 762 people
with dementia represent the total sample, as shown in Table 3. Thir-
teen of the articles reported the persons’ stage of dementia or descrip-
tion of their cognitive function, and 27 articles described the type of
dementia. Fifty-one studies served with information about the par-
ticipants’ living conditions and care facilities, 32 studies explicitly de-
scribed that the participants lived in own homes, and 12 studies in-
cluded people living in nursing homes or other care facilities. Data
were obtained mostly from individual interviews (51 studies). Eight
studies drew data from interviews with people with dementia, their
dyads or pairs, and in 2 of the individual interviews, a caregiver was
present. Five studies based their data from focus group interviews.
Most studies were cross-sectional with one single interview; however,
18 studies conducted repeated interviews; of those, 2 studies carried
out interviews over >1 year.

Data Abstraction and Meta-Synthesis
For this meta-synthesis, the data abstraction was conducted in
line with the principles of an interpretative synthesis [85]. The ini-
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tial procedure was to create concepts from the data gathered from
primary studies. Further, we gave attention to specific theories that
integrated the concepts [86]. We were inspired by qualitative con-
tent analyses [87]. This particular analytic process comprised 5
steps: in the first step, pairs of authors (S.E., T.L.I.,and E.K.G.) read
all the included articles and extracted text that described “time.”
The extracted text constituted the “meaning units,” a form created
for further analysis. The second step incorporated condensation of
meaning units (A.M.M.R. and S.E.), where the content of the direct
citation was extracted using the meaning unit’s own language, as
shown in Table 4. Next, we labelled the condensed meaning units
with codes to organize the material (A.M.M.R., R.B., and S.E.). In
the third step, the codes were compared and gathered into 4 pre-
liminary groups of categories (S.E. and E.K.G.). In the fourth step,
2 authors (A.M.M.R. and R.B.) further identified similarities and
differences to make a structure, thereby gathering the codes into
subcategories and 4 categories that presented the manifest mean-
ing from the analysis. The categories were discussed by all the au-
thors. The fifth step gave a comprehensive understanding of what
we summarized and reflected upon from the findings consisting of
“time” to give a description of the content as one overall latent
theme (all authors) [87].

Findings

The analysis revealed 4 categories, as presented in Ta-
ble 4: (1) rooted in the past - “I am the same as before”;
(2) focussing on the present - “Nobody has tomorrow”;
(3) thinking about the future - “What is going to happen
to me?”; and (4) changes in the experience of self over
time - “Tused to....”

Rooted in the Past — “I Am the Same as before”

People with dementia will often lean towards the past to
make sense of their current situation. Rooting themselves
in the past by looking back and reliving events seems to
make it easier to accept their life situation and compensate
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Table 2. Quality assessment of studies included [24—84]

First author [ref.] Criteria* Total/9  Quality
1 2 3 4 5 6 7 8 9

Aldridge et al. [24] + + + + + - + + + 8 Moderate
Aminzadeh et al. [25] + + + + + - + + + 8 Moderate
Atta-Konadu et al. [26] + + + + + - - + + 7 Moderate
Barrett et al. [27] + + + - +—- - + + + 7 Moderate
Beattie et al. [28] + + + + + - + + + 8 Moderate
Borley and Hardy [29] + + + + + - + + + 8 Moderate
Bronner et al. [30] + + + + + - - + + 7 Moderate
Brorsson et al. [31] + + + + + - + + + 8 Moderate
Chaplin and Davidson [32] + + + + + - + + + 8 Moderate
Clare et al. [33] + + + + + + + + 8 Moderate
Clemerson et al. [34] + + + + + - + + + 8 Moderate
Dalby et al. [35] + + + + + + + + + 9 High
Derksen et al. [36] + + + + + - + + + 8 Moderate
De Witt et al. [37] + + + + + - + + + 8 Moderate
De Witt et al. [38] + + + + + - + + + 8 Moderate
Digby et al. [39] + + + + + + + - + 8 Moderate
Frazer et al. [40] + + + + + - + + + 8 Moderate
Genoe et al. [41] + + + + + - + + + 8 Moderate
Genoe et al. [42] + + + + + - + + + 8 Moderate
Genoe and Dupuis [43] + + + + + + + + + 9 High
Gilmour and Huntington [44] + + + + + - + + + 8 Moderate
Goodman et al. [45] + + + + + - + + + 8 Moderate
Hagan [46] + + + + + + + + + 9 High
Harman and Clare [47] + + + + + + + + + 9 High
Harmer and Orrell [48] + + + + + - + + + 8 Moderate
Hedman et al. [49] + + + + + - + + + 8 Moderate
Hedman et al. [50] + + + + + + + + + 9 High
Hellstrom et al. [51] + + + + + - + + + 8 Moderate
Hillman et al. [52] + + + - + + + + 7 Moderate
Hulko [53] + + + + + - + + + 8 Moderate
Johannessen et al. [54] + + + + +- - + + + 8 Moderate
Johannessen et al. [55] +++  + + + + + + + 8 Moderate
Karlsson et al. [56] + + + + + - + + + 8 Moderate
Keller et al. [57] + + + + + + - + + 8 Moderate
Langdon et al. [58] + + + + + + + + + 9 High

Lee et al. [59] + + + + + - + - + 7 Moderate
MacKinley [60] + + + + + - + + + 8 Moderate
MacRae [61] + + + + + + + + + 9 High
Mazaheri et al. [62] + + + + + + + + + 9 High
Merrick et al. [63] + + + + + - - + + 7 Moderate
Mjorud et al. [64] + + + + + - + + + 8 Moderate
Mok et al. [65] + + + + + - + + + 8 Moderate
Moyle et al. [66] + + + + + - + + + 8 Moderate
Molyneaux et al. [67] + + + + + + + + + 9 High
Nowell et al. [68] + + + + + + + + + 9 High
Nygard [69] + + + + + - - + + 7 Moderate
Pesonen et al. [70] + + + + + - + + + 8 Moderate
Pipon-Young et al. [71] + + + + + - + + + 8 Moderate
Read et al. [72] + + + + + + + + 8 Moderate
Rostad et al. [73] + + + + + - + + + 8 Moderate
Sharp [74] + + + + + - + + + 8 Moderate
Sinclair et al. [75] + + + + + - + + + 8 Moderate
Sinclair et al. [76] + + + + + + + + + 9 High
Stevenson et al. [77] + + + + + + + + + 9 High
Svanstrém and Sundler [78] + + + + + - + + + 8 Moderate
Tolhurst and Weicht [79] + + + + + + + + + 9 High
Van Vliet et al. [80] + + + + + - + + + 8 Moderate
Van Zadelhoff et al. [81] + + + + + - + + + 8 Moderate
Willis et al. [82] + + + + + - + + + 8 Moderate
Wolverson et al. [83] + + + + + - - + + 7 Moderate
Ohman and Nygard [84] + + + + + - - + + 7 Moderate

* CASP criteria: (1) clear research statement; (2) qualitative methodology; (3) research question appropriate; (4) recruitment
strategy; (5) data collection; (6) relationship between the researcher and the participant described adequately; (7) ethical consid-
erations; (8) data analysis; (9) clear statements of findings. Scores: 9, high quality; 7-8, moderate quality; 6 or less, low quality.

The Experience of Lived Time in People Dement Geriatr Cogn Disord 5
with Dementia DOI: 10.1159/000511225



Table 3. Presentation of studies included

Authors [ref.] Aim

Participants

Method

Aldridge To expand on this limited understanding N =5 persons with dementia Semi-structured interview in own home.
et al. [24] and gain a deeper insight as to how shame is  AD (3), vascular (1), and Analysis of interviews was based upon the IPA
experienced and made sense of by people mixed/vascular (2) procedure outlined by Smith and Yardley
with early-stage dementia by exploring this ~ Diagnosis of dementia 2-6 months
topic directly with the people themselves prior to interview
Age: 74-90 years
Women: 33%
UK
Aminzadeh  To explore the subjective meaning of N = 16 persons with dementia living at Individual in-depth interviews
etal. [25] relocation for people with dementia moving  home and planning to move to Field notes as supplementary data

into residential care

residential care within 2 months
Canada

Analyses were guided by the work of Corbin
and Strauss

Atta-Konadu To provide a broader perspective and

N =9 persons with dementia living at

Participants were interviewed yearly over a

etal. [26] insight into the food-related role shift home and their spousal care partners 3-year period (the last year only 5 husbands
experiences of husbands and their wives Age range: 58-86 years and wives were still involved). First couples
with dementia by presenting the accounts of Women: 100% interviewed in dyads, and then individual
both spouses in the couple Living with partner: 100% interviews were accomplished 1 week to 1
Canada month later
Data were analyzed using the constant
comparative method described by Corbin and
Strauss
Barrett To outline the experiences and needs of N =9 persons with dementia, partners In-depth interviews mostly face to face (20)
etal. [27] lesbian, gay, bisexual, and trans Australians  (21) and service providers were conducted. Data were analyzed using
with dementia — and their partners Age range: 47-79 years qualitative data analysis for applied policy
Australia research in line with Ritchie and Spencer
Beattie To demonstrate how interviews can be N = 14 participants who had received a Semi-structured, individual in-depth interviews
etal. [28] conducted with younger people with diagnosis of dementia and were using Data were transcribed and subjected to
dementia services comparative textual analysis guided by the
UK principles of Strauss and Corbin
Borleyand  To explore the lived experience of becoming N =8 women with mild-to-moderate Individual semi-structured interviews
Hardy [29] cared for and the impact one has on identity ~ AD, living at home performed twice (within 4 weeks). The first
and sense of self of women with Alzheimer’s Mean age: 78 years (range 74-83 years)  interview enabled the women to talk about
disease UK their life and experience related to their
Mean MMSE: 20 (range 15-26) scored diagnosis of AD. The second interview allowed
within the last 6 months for further exploration and clarification with
Living with partner: 100% open-ended questions. Data were examined
Requiring assistance with I-ADL: 100%  with interpretative phenomenological analysis
in line with Smith, Flowers, and Larkin
Bronner To identify medical and social topics which N =5 persons with AD, relatives (6), Semi-structured face-to-face interviews
etal. [30] become relevant in the period following and professionals (13) Data were analyzed using content analysis in
diagnosis of AD, for which a decision may Germany accordance with Mayring
eventually need to be made and which has
implications for the life and wellbeing of the
persons with AD
Brorsson To illuminate experiences of accessibility in N =7 persons diagnosed with early AD,  Repeated in-depth interviews. All, except for
etal. [31] public space in people with AD, with living at home one informant, were interviewed twice
particular focus on place, situations, and Sweden Data were analyzed using open coding in
activities that they found to be important for accord with Corbin and Strauss
daily life
Chaplinand  To focus specially on the experiences of N =5 persons with AD still being Individual semi-structured interviews on a
Davidson people developing a dementia while still in employed single occasion. Data were analyzed using
[32] employment in the UK MMSE score range: 25-28 interpretative phenomenological analysis
Age range: 58-74 years
Women: 20%
UK
6 Dement Geriatr Cogn Disord Eriksen/Bartlett/Grov/Ibsen/Telenius/
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Table 3 (continued)

Authors [ref.] Aim

Participants

Method

Clare To explore the subjective experience of with N = 81 persons with dementia living in An existing dataset consisting of individual
etal. [33] dementia in residential care and to residential care homes unstructured conversations with people
understand the psychological impact of UK with dementia from a study of wellbeing in
being in this situation residential care was used. The number of
conversations recorded with each participant
ranged from 1 to 8. The total dataset consisted
of 304 transcripts
Interpretative phenomenological analysis as
guiding design
Clemerson To explore the individuals” subjective N = 8 persons with AD living at home Individual semi-structured interviews were
etal. [34] experiences of young-onset dementia MMSE score range: 17-21 performed
Age range: 35-60 years Data were analyzed using interpretative
Women: 12.5% phenomenological analysis
Living with someone (partner or others):
75.0%
UK
Dalby To understand the experience of spirituality =~ N = 6 persons with dementia living at Individual semi-structured interviews with
et al. [35] in the context of living with dementia. In home (75%), in assisted living (12.5%), participants were performed
addition, a second aim was to understand or in nursing home (12.5%) Data were analyzed using interpretative
the experience of dementia in the context of ~ Age range: from 70s to 90s phenomenological analysis
spiritual belief Women: 83.3%
Living with partner: 16.7%
UK
Derksen To describe and appraise the experiences, N =18 persons with dementia and their ~ Individual semi-structured interviews with
etal. [36] beliefs, and fears regarding the diagnosis of ~ family carers patient and the carers were performed
dementia in both patients and carers Mean MMSE score: 22 (range: 15-30) separately. Two interviews with participants;
Mean age: 71 years the first 2 weeks after the diagnostic disclosure
Women: 20% and 10 weeks later
Living with partner 85% Data were analysed using the constant
The Netherlands comparative method in line with Corbin and
Strauss
De Witt To understand the meaning of living alone N = 8 women diagnosed with mild-to- Repeated face-to-face, open-ended interviews.
etal. [37] for older people with dementia moderate AD or related dementia living  All, except for 2 informants, were interviewed
alone in the community twice
Canada Data were analyzed using 3 techniques in
accord with van Manen
De Witt To understand the meaning of living alone N = 8 women diagnosed with mild-to- Repeated face-to-face, open-ended interviews.
etal. [38] from the perspective of older people with moderate AD or related dementia living  All, except for 2 informants, were interviewed
Alzheimer disease or a related dementia alone in the community twice
Canada Data were analyzed using 3 techniques in
accord with van Manen
Digby To understand how older patients with N = 8 persons with dementia stayingin ~ In-depth semi-structured interviews using the
etal. [39] mild-to-moderate dementia experienced the a sub-acute facility communication techniques recommended by
transfer from acute to sub-acute care and Australia Young and Manthorp. Data were analyzed
settling-in period using content analysis in accord with Hsieh and
Shannon
Frazer To explore how women who live alone with N = 8 persons with dementia (AD = 5) Individual, semi-structured interviews were
et al. [40] dementia see themselves and how they cope  living at home performed

in their everyday lives

UK

Data were analyzed using the interpretative
phenomenological approach

The Experience of Lived Time in People
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Table 3 (continued)

Authors [ref.] Aim

Participants

Method

Genoe To explore the experience and meaning of N =27 persons with dementia (AD =25) Dyad interviews followed by individual
etal. [41] food and mealtimes for people with living at home together with their interviews within 2 weeks were conducted.
dementia and their primary partners in care  primary family caregivers (19 spousal Data were analyzed using grounded theory
relationships and 8 adult-child approach as described by Charmaz - the
relationships) constant comparative method
Majority were in early stage of dementia
Age range: 56-88 years
Women: 59.3%
Living with someone: 100%
Canada
Genoe To explore the meaning and experience of N =27 persons with dementia (AD =25) Dyad interviews followed by individual
etal. [42] change surrounding mealtimes for people living at home together with their interviews within 2 weeks were conducted
with dementia living in the community and  primary family caregivers (19 spousal Data were analyzed using grounded theory
their primary partners in care relationships and 8 adult-child approach as described by Charmaz - the
relationships) constant comparative method
Majority were in early stage of dementia
Age range: 56-88 years
Women: 59.3%
Canada
Genoe and To explore how people with dementia think N = 4 persons with early-stage dementia  Individual interviews with each participant
Dupuis [43]  about and describe leisure in the context of  living at home were accomplished. Data were also collected

their lives

Age range: 70-82 years

Women: 50%

Living with partner: 50% (both men)
Canada

through participant observation and photo
voice

Data was analyzed using van Manen’s
phenomenological reflection

Gilmour and

To explore the experiences of living with

N =9 persons with dementia living at

Individual, semi-structured interviews using

Huntington ~ memory loss home open questions were used. To assist
[44] New Zealand participants, questions were provided on
beforehand and many participants wrote
reminder notes prior to the interview
Thematic analyses were undertaken
Goodman To explore how people with dementia N = 18 persons with dementia living in Individual, semi-structured interviews in the
etal. [45] discuss their priorities and preferences for residential care homes form of a “guided-conversation” were
end-of-life care and how this might inform UK conducted as a part of a longitudinal mixed
subsequent discussions with family and method study
practitioners Thematic analyses were undertaken
Hagan [46]  To examine how social support is promoted N = 13 members of a dementia Face-to-face semi-structured interviews

In the diagnostic process

empowerment group
Age: 48-80 years, women: n =7
Northern Ireland

Data were analyzed using the grounded theory
approach

Harman and

To explore the experience of living with

N = 17 persons with dementia living in

Focus group design with a constructed question

Clare [47] dementia with focus on what makes residential care homes, in addition their ~ guide with residents, staff, and relatives of the
activities meaningful for people with family caregivers (8) and staff (15) residents was performed.
dementia UK Mind map notes
Data were analyzed using grounded theory
approach with content analysis
Harmer and  To explore concepts of meaningful activity, =~ N = 17 residents with dementia Focus groups

Orrell [48]

as defined by older people with dementia
living in care homes, staff, and family carers

diagnosis from 3 care homes (and
15 staff and 8 family carers)

Age: 72-99 years

Women: n =12

Content analyses were undertaken

UK
Hedman To explore the use of Harré’s social N =12 persons with AD living athome  Individual, semi-structured interviews were
et al. [49] constructionist theory of selthood to Sweden performed
describe how people with mild-to-moderate Data were analyzed using phenomenological
AD express their sense of self approach in accord with Harré’s theory of
social constructionist
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Table 3 (continued)

Authors [ref.]

Aim

Participants

Method

Hedman To describe how 5 people with mild-to- N = 5 persons with mild-to-moderate 10 support-group sessions during a 8-month
etal. [50] moderate AD express their personal AD period
attributes and life histories Age range: 59-78 years Data were analyzed using an abductive
Women: 60% approach in accord with McAdams and
Living with partners: 80% Graneheim and Lundman
Sweden
Hellstrom To describe how older women with N =7 women with dementia Supplementary secondary analysis of a
etal. [51] dementia express the importance of their Age: 65-84 years longitudinal study exploring ways in which
homes and chores in everyday life Living with spouse: 100% people with dementia and their spouses
Sweden (20 couples) experienced dementia over time
Several individual interviews (3-5) were
performed
Data were analyzed in accord with the method
of qualitative description according to
Sandelowski
Hillmann (1) To identify the kinds of representations N = 5 persons with dementia and their The participants were interviewed twice and a
etal. [52] of dementia present in the accounts of those  partners (4) few months apart analyzed with constant
who speak for people with dementia AD (2), vascular dementia (2), and comparative method in line with Glaser and
(2) To situate these stories within their mixed (1) Strauss and Silverman
wider social and cultural contexts, to Age: 49-83 years
ascertain the extent to which they reflect, Women: 40%
and contribute to or challenge existing UK
representations of dementia
(3) To consider what the implications might
be of their circulation and accumulation in a
narrative economy of dementia
Hulko [53]  To explore the experience of older people N = 8 persons with dementia (AD =7) Series of individual in-home interviews over
with dementia and in which way socio- living at home and their relatives (50) 1-2 months and observation sessions were used
culture plays a role in diverse dementia Canada Data were analyzed in accord with grounded
patients’ daily living theory
Johannessen  To investigate and interpret metaphorical N =20 young persons with a diagnosis Conversation-based, individual interviews were
etal. [54] expressions of the lived experiences of of dementia conducted
everyday life in people with young-onset Age: 54-67 years
dementia and to compare these findings Women: n=8
with findings from an analysis via grounded ~ Norway
Theory to see if the second analysis adds
more knowledge to the topic
Johannessen  To examine how people living alone with N =10 persons with YOD Individual qualitative interviews. Five
etal. [55] YOD perceive the course of dementia, their ~ frontotemporal dementia excluded interviews in 2 years
needs, and coping strategies, with a focus on ~ Age: 49-67 years Analysis: Corbin and Strauss, a reformulated
narrating everyday life experiences Women: n=7 approach to grounded theory
Longitudinal study over 2 years Norway
Karlsson To explore how people with AD present N =9 participants diagnosed with AD, Individual, narrative interviews were conducted
etal. [56] their life story living at home Data were analyzed with the method for
MMSE: 19-25 analysis of narrative in accordance with
Age: 60-81 years Polkinghorne
Women: 55.5%
Living with spouse: 88.9% (8)
Sweden
Keller To explore the mealtimes to provide N =27 participants with early-to-mild Active interviews with both individual and
etal. [57] opportunity for social activity and emotional stage of dementia living at home and dyads were performed

connection

their next of kin (28)
Canada

Data were analyzed using grounded theory
methodology in accord with Charmaz and team
analysis
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Table 3 (continued)

Authors [ref.] Aim

Participants

Method

Langdon To explore the social effects of diagnosis of ~ N =12 persons with dementia living at Individual semi-structured in-depth interviews
et al. [58] dementia home were performed
MMSE range: 19-30 Data were analyzed in accord with
Mean age: 79 (range: 66-87) years interpretative phenomenological approach
Women: 50%
UK
Lee To explore personal experiences of receiving N = 10 persons with mild AD, living at Individual, semi-structured interviews were
etal. [59] a diagnosis and to investigate aspects of the ~ home performed
experience of adjusting and adapting to Mean MMSE: 25 (22-30) Data were analyzed using interpretative
dementia Mean age: 69 (57-84) years phenomenological approach
Women: 70%
Living with partner: 50%
UK
MacKinlay ~ To examine spirituality and meaning in the ~ N = 3 persons with dementia livingin an  Individual in-depth interviews were performed
[60] experience of dementia of older Latvians aged-care facility Data were analyzed using grounded theory in

who had immigrated to Australia during the
war II

MMSE: 18-20
Age: 87-94 years
Australia

accord with Strauss and Corbin

MacRae [61]

To examine how others’ reactions to and
treatment of people living with early-stage
AD influence their experience of dementia

N =9 persons with early stage AD living
at home (7), in senior’s residence (1), or
in a convent (1)

Mean age: 74 years

Women: 22.2%

Living with partner: 44.4%

Individual in-depth, interviews using a
symbolic interactionist perspective were
performed

Data were analyzed using inductive emergent
process in accord with Coffey and Atkinson,
Lofland and Lofland, and Taylor and Bogdan

Canada
Mazaheri To describe experience of living with N = 15 persons with moderate AD, or Individual semi-structured interviews were
et al. [62] dementia in Iran vascular dementia, living at home performed
Mean MMSE: 16.5 (range: 14-19) Data were analyzed using content analysis in
Mean age: 72 (range 60-87) years accord with Graneheim and Lundman
Women: 40%
Living with someone: 80%
Iran
Merrick To enrich understanding of the experience N =7 persons with dementia and their Semi-structured dyad interviews were
etal. [63] of dementia from a relational perspective care partners (7) conducted
AD (4), frontotemporal dementia (1), Data were analyzed using an interpretative
vascular dementia (1), and mixed (1) phenomenological approach
Age range: 65-87 years
Women: 29%
UK
Mjorud To investigate the personal experience of N = 12 persons with dementia living in Repeated individual, unstructured interviews
etal. [64] living in a nursing home over time and what  nursing home care units for persons were conducted 3 months apart
makes life better or worse from the with dementia Field observations were conducted.
perspective of the person with dementia Norway Data were analyzed using phenomenological-
hermeneutical analysis in accordance with
Lindseth and Norberg
Mok To explore the experiences and concerns of N = 15 persons with early stage dementia Individual qualitative interviews with care
etal. [65] about how culture and socioecological Women: n =11 givers present
factors influence the experience among Age: 56-80 Data were analyzed using the Colaizzi’s
Chinese with early-stage dementia China descriptive phenomenological method
Moyle To explore the factors that influence QOL N = 32 persons with dementia from In-depth interviews were conducted
etal. [66] for people with dementia in LTC, including 4 care homes A computer-assisted concept-mapping
an understanding of how they perceived Women: n =22 programme was used to assist in analysis of the
they were valued Australia qualitative data through rank-ordering of
concepts
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Table 3 (continued)

Authors [ref.]

Aim

Participants

Method

Molyneaux  To understand “couple-hood” as it is N =5 persons with AD and their partner ~ The couples were interviewed simultaneously
etal. [67] co-constructed by the couple living at home Data were analyzed using constructivist
when 1 partner has dementia UK grounded theory approach in accord with
Charmaz
Nowell To understand personhood by exploring the N =7 persons with dementia living in Individual semi-structured individual
etal. [68] subjective experiences of those with dementia care units interviews were performed

dementia in UK

UK

Data were analyzed using an interpretative
phenomenological approach

Nygard [69]

To explore how people with dementia who

live alone experienced the meaning of their
everyday technology, such as telephone and
electronic equipment and the use of it

N = 8 persons with dementia living at
home
Sweden

Repeated individual interviews and
observations (for 3 weeks) were performed.
Two to 4 sessions of interviews and
observations per person, each session lasting
between 1 and 2 h

Data were analyzed using a phenomenological,
hermeneutical approach

Pesonen
et al. [70]

To explore the shared experience of
dementia from the viewpoint of people with
newly diagnosed dementia and their family
members and to understand how they
manage their lives after the diagnosis

N = 8 persons with dementia (AD = 6)
living at home or nursing care, home/
assisted living facility (4), and their
family members (8)

Finland

Conversational, low structured face-to-face
interviews were conducted. Unstructured
observations were conducted during the
interviews; field notes were written after each
interview

Descriptive analysis using grounded-theory
framework and constant comparative analysis
in accord with Corbin and Strauss

Pipon-Young

To explore the experiences of younger

N = 8 persons with dementia living at

Action research across 3 phases; semi-

etal. [71] people with dementia and develop an home structured individual interviews and field notes
understanding of helpful support UK were used
To identify areas of the service in need for Data were analyzed using action research;
change interpretative approach including thematic
analysis techniques in line with Charmaz and
concept mapping in accord with McNiff and
Whitehead
Read To explore the person with dementia’s N =24 persons with dementia, livingat ~ Individual semi-structured interviews. Field
etal. [72] expectations of their support needs and how home notes and memos were also collected to add
they wish to live their lives AD (8), vascular dementia (3), frontal contextual meaning to data collected from
Lobe dementias (3), semantic dementia  participants. Questions focussed on
(1), and posterior cortical atrophy (1). participants’ experiences of the onset of their
Eight participants did not know the type  dementia, the impact of the diagnosis on
of dementia) themselves and their family plus their future
Women: 50% expectations of living with dementia
Living with someone: 70% This research used an application of the
Australia Grounded theory (GT) method developed by
Glaser and Strauss
Rostad To gain understanding of the lived N = 4 persons with dementia living at Individual, narrative individual interviews in a
etal. [73] experience of younger people with dementia home conversational style with broad open-ended
(<65 years) who lived at home and suffered ~ Norway questions were used
with early onset, and the meaning that could Phenomenological hermeneutic approach to
be found in their experiences the analysis in line with Lindseth and Nordberg
Sharp [74] To describe how people with dementia N =21 persons with dementia living at Five focus group interviews

perceive their experiences of stress and how
people with dementia cope with the stress
they experience

home

AD (13), vascular dementia (7), and
mixed (1)

Mean age: 65.9

Women: 52.3%

Living with someone: 66.7%

UK

The authors used an interpretive
phenomenological analysis approach
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Table 3 (continued)

Authors [ref.] Aim

Participants

Method

Sinclair The study aimed to understand the lived N = 13 persons with dementia Dyadic interviews were conducted

etal. [75] experiences of couples in which 1 partneris N =15 spouse partners The methodological approach was
diagnosed with dementia, in healthcare, Australia interpretative phenomenological analysis
lifestyle, and everyday decision-making

Sinclair To understand the experiences of people N = 25 persons with dementia Semi-structured dyadic interviews

etal. [76] with dementia and their family members N = 32 participating family members The methodological approach was
with respect to decision-making and their Australia interpretative phenomenological analysis
views on supported decision-making

Stevenson To explore concepts of risk and experiences N =17 persons with dementia Qualitative interviews were carried out

etal. [77] from the perspectives of individuals with Women: N =8 Data was analyzed using grounded theory
dementia and how risks were communicated Northern Ireland
between these individuals with families and
healthcare providers

Svanstrom To elucidate the phenomenon of living N = 6 persons with dementia lining in Several conversational interviews and field

and Sundler
[78]

alone with dementia and having a manifest
care need

own homes

notes. 32 visits with 6 participants
Data were analyzed in accord with an in-depth
phenomenological analysis

Tolhurst and
Weicht [79]

Explore how men with dementia seek to
preserve their own personhood in response
to the impacts of the condition. Explore how
men with dementia seek to preserve their
own personhood in response to the impacts
of the condition. The authors claim that
there is a lack of a masculine-gendered
portrayal of the experience of dementia

N = 14 men with dementia and their
spouse, living at home
Mild-to-moderate AD (12), mild Levy
body (1), and moderate vascular
dementia (1)

Mean age: 73.5 (range 58-89)

UK

Two semi-structured dyad interviews of all 14
couples, with 6 months between each interview,
were conducted

Narrative analysis were conducted according to
Riessman

Van Vliet
et al. [80]

Explore how people with YOD shape their
daily lives to retain a sense of usefulness

N = 18 persons with dementia living
at home, and 21 informal care givers
AD (8), frontotemporal (3) vascular
dementia (1), mixed (1), and not
specified (n = 5)

Mean age: 63.5 (range 57-70)
Women: 38.9%

Living with someone: 75%

The Netherlands

Focus groups, using a discussion guide with
open-ended questions

Qualitative content analysis in line with
Graneheim and Lundman and Elo and Kyngas
The analysis was supported by the software
Atlas.ti

Van Zadelhoff To investigate experiences of residents with

N =5 persons with dementia living in a

Individual in-depth interviews with

etal. [81] dementia, their family and nursing staff in non-profit nursing home, in addition, open-ended questions were performed
group living homes for older people with residents’ family members (4), and staff ~ separately with each of the participants.
dementia and their perception of the care (5) Observations and field notes were taken
process The Netherlands Inductive and theoretical analysis was used
Willis To explore respondents’ experiences with N = 20 persons with dementia Semi-structured interviews. Carers were
etal. [82] help-seeking, understanding of dementia, Women: n=9 present during the interviews
experiences with stigma, and the role of Pakistan Thematic analysis was carried out drawing on a
religion among people with dementia in pragmatic paradigm
Pakistan
Wolverson  To investigate the subjective experience of N =10 persons with AD living athome  Individual semi-structured interviews with
etal. [83] hope of people with dementia UK open-ended questions were performed
Data were analyzed using interpretative
phenomenological approach in line with Smith
Ohmanand  To uncover and describe the meaning and N = 6 community-dwelling diagnosed Repeated individual interviews and

Nygard [84]

motives for engagement in self-chosen daily
life occupation for elderly individuals with
AD dwelling in community

with AD.
Sweden

observations. Totally 2 or 3 times per person
A qualitative comparative analysis method was
used in accord with Bogdan and Biklen
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for losses, as one participant says, “I've faced quite a few
challenges in my 90 years. So, I'm not letting this bother me.
I think one just has to assume that everything’s going to go
well, and it probably will go well....T'll survive. I always have”
[25]. Looking back helps individuals to cope with the here
and now. They have managed their lives in the past, so they
trust that they are able to manage and cope with their ongo-
ing lives as well. The experience of themselves as the one
they have been also seems to confirm their self-identity at
present, as one participant says, “I am the same as before”
[73]. Another participant states, “You must cling on to who
you are” [34] which indicates that the past becomes an im-
portant source of identity. Narrating memories of achieve-
ments gives satisfaction and highlights positive aspects of
life. Moreover, leaning on positive experiences from child-
hood and previous roles and statuses serves as a reminder
of identity and can help a person to feel in control, as one
participant says, “Doing what I have always done helps with
staying in control of the situation and maintaining identi-
ty” [81].

Everyday occupation seems to lead to a sense of coher-
ence associated with aspects of time and existence for peo-
ple living with dementia. A person wants to be accepted in
terms of their changing abilities and for who they were in
the past. One participant says, “People should be allowing
us to do as much as we can for as long as we can to the best
of our present abilities” [41]. For many participants, the
need to be persistent in their effort to keep going is illus-
trated in the following quotations: “I try to do everything
possible, as long as I possibly can” [30] and “T’ll still be
energetic and not give up... I am not going to just sit
down” [73]. Several participants mention the importance
of staying engaged and look for new meaning in familiar
routines such as walking the dog, exercising, or caring for
the family. Some participants are grateful to have their
current abilities, as illustrated in the following quotation:
“Anything I can still do and function with I appreciate the
value of far more than I did before” [41].

Life continuity, as in being the same person as before
the diagnosis, is important. Holding on to religious ac-
tivities and to reminisce familiar and mutual memories
are the ways to keep connected with the past. One par-
ticipant explains how engagement with the church con-
tributes to a picture of continuity in the lives of people
living with dementia, in which purpose and activity can
remain, even alongside the challenges that the condition
can create [52]. The internalized hope, embedded from
childhood, enables people with dementia to live in pres-
ent and face the future. Rooting themselves in the past
helps to maintain personhood.

The Experience of Lived Time in People
with Dementia

Focussing on the Present — “Nobody Has Tomorrow”

By focussing on the present, people with dementia can
simultaneously leave the past behind and avoid thinking
about the future. Living with a progressive, terminal dis-
ease enhances the need to live in the moment as one’s fu-
ture no longer is certain. One participant says, “We are
just trying to live through the present day and for all good
things that we have today because nobody has tomorrow.
That is my motto now. We all have only today” [70].
Many of the articles reveal that participants prefer to fo-
cus on the present. Some feel that there is no need to plan
ahead, as long as the situation is stable; take, for example,
these participant comments: “We take it as it comes and
we make the best of it” [30] and “Well I just live for today
... Ijust think we can put it right, tomorrow’s another day
... I only know today at the moment. I have not a clue
about tomorrow ... I do not get down about it ... I do not
worry about it” [63]. Clearly, it is important for some peo-
ple with dementia to focus on the present.

Living in the present seems to be a way of coping with
uncertainties about the future. Some participants speak
about how they used to feel terrified and have nightmares
about the future but feel calmer now that they have
learned to focus on the present. Others find relief in trust-
ing family members to take good care of them as the con-
dition progresses as illustrated by one participant who
says, “I found that it is no use worrying, as I believe my
sister and my children will look after me even at the worst
stage. For now, I only wish I can continue to live each day
as it comes” [65]. Also, delaying telling people about the
diagnosis is a way of putting one’s problems on hold. One
participant shares his reflections about being open about
his dementia diagnosis: “I thought there is no point in
saying anything until... later on is in plenty of time, there
is no point in worrying them all starting now you know”
[88]. This illustrates that even though they are aware of
the future and what might happen then, they choose to
live “here and now.”

Focussing on the present involves keeping track of
clock time using memory aids such as books, calendars,
digital clocks, text television, or in one case, a mechanical
egg timer [69]. For some people with dementia, the every-
day life can feel tedious, as illustrated in the following
quotations: “It’s a bit boring just sitting here, I'll be sitting
here now until tea time” [66] and “I sit a lot and wait, but
I do not know what I'm waiting for” [73]. Waiting for
things to happen seems to be a common experience for
participants in many of the studies.
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Thinking about the Future - “What Is Going to

Happen to Me?”

Some people with dementia spend time thinking about
the future. They perceive the future as a time of uncer-
tainty and inevitable demise as one says, “It is going to get
worse, that’s the problem” [76]. For another participant,
it is her sole concern, as she says; “The only thing that
what worries me is my future and what is going to happen
to me” [34]. Other participants express more specific con-
cerns about the future, such as money, being a burden to
their family, and their changing health status and care
needs. For example, one participant says, “We always had
plenty of money, then suddenly we had no money and
you start thinking about the future” [32]. Another par-
ticipant worries about how much help she will need from
her spouse. She says, “I just worry about the sort of bur-
den I'm going to be on my husband” [24]. Other partici-
pants are fearful of the future because they imagine that
they will be forgetful all the time. They say, “I cannot re-
member what I am doing and, in the future, 'm going to
be like this all the time. It is frightening.” For another par-
ticipant, such demise marks the end, saying, “When it
gets to the point that it is obvious to the casual observer
that I have dementia, I am done” [72]. These data high-
light how people’s experiences of dementia are some-
times orientated towards the future.

Thinking about the future means thinking about one’s
own deterioration and death. For some participants, this
means taking practical steps in an attempt to either stop
time or plan for the future. For example, participants in
one study say that they take medication to hold back fu-
ture time [38]. Others speak about making a will or plan-
ning their funeral. For example, one person says, “My son
has got the details and the papers for the funeral. I do not
want the children fighting because they must pay. I want-
ed to do it myself” [45]. Other participants think about
their future in an existential way; one participant says,
“What is the point of prolonging life? Life is a hell both
for me and for others” [55]. Participants in 3 other studies
report that they have had thoughts about suicide because
they feared what was coming [38, 45, 47]. For one par-
ticipant in her 90s, who believes in heaven, death cannot
come soon enough; she says, “I cannot wait to get there.
I'm waiting, I've had a good life” [35].

Some participants think more sanguinely about the fu-
ture or they choose not to think about it all. They are in-
clined to accept the situation and to remain hopeful. For
example, one person says, “I just think it’s one of those
things ... okay it’s a problem but it’s not the end of the
world and I do not think about it” [79]. Participants in

16 Dement Geriatr Cogn Disord
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another study report that they tackle life with dementia
by maintaining positive attitude towards their present
and future [43]. One participant says, “I keep saying I
want to go into care sooner rather than later” [75]. Other
participants said that they told themselves, “Look for-
ward, do not look backward” [39]. In these instances,
thinking about the future is a positive orientation.

Changes in Experiences of Self over Time - “I Used to ...”

People with dementia notice changes in their experi-
ences of self over time. The phrase “used to” features a lot
in the data as participants describe how their character
has altered over time due to the dementia by losing track
of time [46] or forgetting what to do [82]. For example, in
one study, a woman says, “I used to be a hard-working
person, but it’s all changed. I'm no longer interested in
doing anything” [70]. Another person says, “I used to be
very efficient, very ... exact. I knew exactly what I was do-
ing” [41], and another remarks, “As a person, I always
used to be in charge of what we were doing and everything
... but I could not do it now ... it’s terrible” [63]. Others
feel that they are no longer as useful or worthy as they
used to be, as one participant says, “You're not as good as
you used to be” [24] and another reflects, “T used to be one
of the top medical professionals with executive responsi-
bilities and was quite an important person” [40]. Some
participants speak with frustration about how their cur-
rent self is fundamentally different to their former work-
ing self, as one participant says, “I do not act like an active
person anymore. When I was employed, I worked from 8
a.m. until 12 midnight; not now, why should I be like this?
Why?” [62]. Some participants experience these shifts in
self as a loss. One person says, “Everything is gone. I have
lost those times (past life)” [64]. These data show how
acutely some people with dementia experience changes in
themselves over time.

Many people report functional changes and a signifi-
cant difference in their everyday routines and priorities
over a certain period. This is often due to changes in cog-
nitive self. For example, one participant who likes to do
crosswords and competitions in a weekly magazine for
“brainwork” has noticed how much longer it is taking
him to do them. He says, “6 months ago, I'd go through
itin 2 days. It’s taking me 7 days now” [79]. Another par-
ticipant says, “I cannot even write my name and I used to
do it regularly, you know, 3 months ago” [34]. Some oth-
ers have noticed a change in their abilities in a relatively
short space of time. They say, “It only became a problem
within the last year. I think there was something wrong
before that, but it did not affect my life” [58]. Changes in
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perceptions of self over time mean that some people are
no longer being able to do practical things for themselves
at home anymore, such as getting dressed [50], following
arecipe [41], and using the stove [37]. One participant is
frustrated about the need for a driving test to continue
driving: “It was like a bombshell ... terrible at the time”
[77]. Some others changed their shopping routine due to
changes in how they feel when they are out; they say, “I
am more stressed when I go shopping, so I go to the shop
early in the morning” [31].

Not all participants experience a change in themselves;
some feel that some things are still the same or that any
changes are caused by their advancing age rather than de-
mentia. One participant makes this reflection: “I do not
think I have changed, I'm just the same. I would not drive
as far as I use to, but I do drive. I do perhaps get a little bit
anxious... It’s all right, I am getting older anyway” [29].
Similarly, another participant says, “I can still read, write,
and do other things, you know” [28]. In another study, a
participant states that he “naturally” is still gay after the
dementia diagnosis [27]. These are important data as they
show how some people believe that they “remain the same
person despite the influence of dementia” [79]. One par-
ticipant tries to keep in control: “I hope they have not
recognized that I'm changing ... so, 'm doing my best to
keep myself under control” [74]. Overall, the analysis in-
dicates that a change in the experience of self over time is
common for people with dementia.

Overall Theme

An overall synthesis of the categories generated from
the included articles reveals the comprehensive under-
standing, and the latent meaning is expressed as “being
engaged with the dimensions of time.” Together, the 4 cat-
egories, (1) rooted in the past - “I am the same as before”;
(2) focussing on the present - “Nobody has tomorrow™;
(3) thinking about the future - “What is going to happen
to me?”; and (4) changes in the experience of self over time
- “T used to...,” show that people with dementia experi-
ence changes in self related to all 3 dimensions of time, the
past, present, and future. Thus, the experience of lived
time is an active and important one, in terms of enabling
people to process and manage the dementia journey.

Discussion
The aim of this study was to locate, interpret, and syn-

thesize the experience of lived time for people with de-
mentia. People with dementia, especially older people, are

The Experience of Lived Time in People
with Dementia

often assumed to live in the past, but our findings show
that this is not the case. The main findings indicate an
experience of being engaged with all the dimensions of
time — the past, present, and future. According to van
Manen [7], lived time is an integral part of the human ex-
perience, and it is important that we take time into ac-
count when seeking to understand a person’s lifeworld.
In doing so, we can generate deeper insights into the fun-
damental existential experiences of a person’s life, includ-
ing how they make sense of life and death.

Participants in the studies we reviewed make a deliber-
ate effort to engage with the different dimensions of time.
They are consciously engaged in what sociologists have
called “time work,” that is, endeavouring to construct
one’s own temporal experience [89]. For instance, con-
sider the efforts participants in the included studies make
to live in the present and to avoid talking about the future.
They work on taking things “1 day at the time,” as people
so often do when faced with unexpected life course tran-
sitions [90]. In this sense, the dynamic of time influences
how people with dementia process and manage the con-
dition.

Sometimes people liked to root themselves in the past
to help maintain their personhood. This confirms what
other researchers have found that time and personhood
are inevitably intertwined for people with dementia [91].
According to Flaherty, “time work functions as a tempo-
ral lathe with which to modify the contour of one’s per-
sonal experience” [89]. It involves agency and self-deter-
mination and attributes that people with dementia are
not always seen as having, but which become apparent
when analyzing the subjective experience of time.

As shown in this study and others, people with demen-
tia are capable of evolving into new and different selves
over time [18]. Following a diagnosis, people with de-
mentia can and do incorporate a “manageable disability
identity” into their existing identities [17]. However, as
the findings of this study indicate, the lived experience of
this process is not necessarily an easy or comfortable one.
Thinking about the future, and what might happen, and
reflecting on how one used to be can be incredibly diffi-
cult for someone with a life-limiting, neurological condi-
tion such as dementia. Hence, people often choose to en-
gage with the present (rather than the past or future). In
this regard, people with dementia can remind us of the
value of living in the moment and “slowing time down.”

Research within the field of critical disability studies
has emphasized the importance of understanding lived
time from the perspective of those living with impairment
and disability. By focussing on the temporal aspects of life
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with dementia, as we have done in this study, important
questions are raised about how temporal norms (such as
valuing speed) may be adversely affecting the lives of peo-
ple with dementia, for example, Are people with demen-
tia disadvantaged by temporal norms around communi-
cation in the same way as people with a speech impair-
ment associated with other disabilities reportedly are?
[92]. Our findings would suggest that they are, as when-
ever people engage with the dimensions of time, they of-
ten do so in relation to perceived temporal norms. Thus,
experiences of lived time can be an indicator of social ex-
clusion. The experience of lived time can be seen in rela-
tion to the neurological concept of “mental time travel,”
which refers to our cognitive ability as human beings to
travel back into the past in our minds or imagine our-
selves in the future. A temporal agentic practice is often
overlooked by care providers as well as researchers in the
field of dementia studies. Yet, as our study shows, people
with dementia are engaged with the dimensions of time
for much of their daily lives. As van Manen [7] argues,
lived time is a key structure in our lives, no less so for
people with dementia.

Our study has implications for dementia care prac-
tice and research. In practice terms, family and health-
care providers must be aware of their important role in
improving people with dementia’s lived experience of
time not only in terms of time aids, such as speaking
clocks, but also, and perhaps more critically, by making
time a more explicit framework for intervention work.
Dementia care practices are either past-orientated (e.g.,
reminiscence therapy and life history work), present-
orientated (e.g., time aids and living in the moment), or
future-orientated (e.g., advanced care planning and re-
habilitation). Given the findings of this study, each one
is vital for improving people with dementia’s lived ex-
perience of time.

Research wise, our meta-synthesis has the potential
to inform future scholarly work on time ethics - a con-
struct developed by Norwegian researchers in relation
to people with dementia in care home [12]. Time ethics
denote a flexible time culture and carers working to a
“sovereign time rhythm,” that is, providing care in a
way that they themselves define as good, rather accord-
ing to the clock or using time as a stressor [12]. Our
study brings to the fore people with dementia’s lived
experience of time, which is critical from an ethical per-
spective, as we need to know how people with dementia
experience and are affected by time culture. Note, how-
ever, that we had to extract the data on time: none of the
included studies set out to investigate peoples’ temporal
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experiences. Thus, future work on improving the health
and wellbeing of people with dementia in support situ-
ations should foreground the experience of lived time
and time ethics.

Strengths and Limitations

The main strengths of this meta-synthesis are that
(1) by combining studies, we have investigated the lived
experience of time among a relatively large cohort of peo-
ple with dementia and (2) it only included interview-
based studies involving people with dementia. The limi-
tations are that the experiences of people with more ad-
vanced dementia are excluded and the lack of information
in reviewed studies on the experiences of men and wom-
en with dementia from black and minority ethnic com-
munities. Furthermore, we recognized that informants in
interview-based studies are individuals who are willing
and able to talk about their condition. Given these limita-
tions, it is not possible to extrapolate findings to the entire
dementia population.
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