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ABSTRACT

Purpose: This study is an in-depth exploration of the unfolding experiences of five persons
who developed dementia while still in paid work/employment, and of their significant others.
Namely, we explore how they experienced the actions and decisions taken with respect to
work, and what the consequences meant to them.

Methods: A qualitative longitudinal case study design with multiple cases was used, includ-
ing five participants with dementia and significant others of their choice. Interviews were
undertaken longitudinally and analysed with the Formal Data-Structure Analysis approach.
Results: The joint analysis resulted in two intertwined themes: 1) The significance and conse-
quences of a dementia diagnosis: a double-edged trigger, and 2) Sensemaking and agency. The
prevalent images of what dementia is, who can/cannot get it and what it will bring, were revealed as
the critical aspects. Having the opportunity to make sense of what has happened and participate in
decision-making, contributed decisively to the participants’ experiences.

Conclusions: Findings illustrate how a dementia diagnosis is alien in work-life, but once
diagnosed, it may trigger self-fulfiling expectations based upon stereotypical understanding
of dementia. A shift is needed from a deficit-focused perspective, to viewing people with
dementia as citizens capable of agency.
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2021). Thus, employees of varying ages are experiencing
early symptoms of dementia, and their symptoms may
appear in a wide range of presentations. Moreover, there
are almost infinite variations of work roles and different
types of employment, which are more or less able to
accommodate dementia.

Alongside interest in dementia in the workplace,
arights-based approach to dementia policy and planning,
emphasizing agency, self-determination, participation,

Introduction

Current predictions suggest that by 2030, 78 million peo-
ple worldwide will be living with dementia, almost double
the number in 2015 (Gauthier et al., 2021). Dementia is an
irreversible neurological disorder, diagnosed based on
changes in cognitive ability, such as memory and plan-
ning, with accompanying changes in behaviour.
Advances in diagnosis meant that dementia can be iden-

tified earlier and at younger ages (Dubois et al.,, 2014),
even before symptoms manifest in everyday life. This is
sometimes referred to as prodromal dementia.
Increasing understanding and awareness of the pre-
valence of dementia means that it is not just an issue for
medicine and care; it also concerns wider society, includ-
ing the workplace (Cahill, 2020; Egdell, Stavert &
McGregor, 2017). Interest in dementia and working life is
increasing, framed mainly as an issue for people with
young onset dementia, i.e,, below the age of 65 years
(Evans, 2019; Ikeuchi et al., 2020; Roach, 2017). At the
same time, retirement ages are rising across high-
income countries, and people are being encouraged to
work beyond accepted working ages, i.e., 65 years (OECD,

equity, and choice has emerged across Western countries
(Cahill, 2020). To enact this a greater understanding of the
lived experience of dementia is required. Applying
a ‘citizenship lens’ to the lived experiences of dementia
provides a language for a rights-based understanding of
these experiences. The citizenship lens also emphasizes
the importance of an individual’s social position and
agency (O'connor & Nedlund, 2016) while further challen-
ging legal directions and practices (Nedlund &
Taghizadeh Larsson, 2016). In recent years, dementia has
been recognized as a cause of disability, implying an
“opportunity to campaign for rights, advocate for change
and be covered by legislation promoting human rights”
(Alzheimer Europe, 2017, p. 39). Recognizing people with
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dementia as disabled also means that national provisions
should apply equally to them as to people with other
disabilities. A rights-based approach recognizes the rights
and capability of people with dementia to express their
experiences and identify the important issues in their own
lives (Alzheimer Europe, 2017). Acknowledging the com-
plexity of developing dementia whilst in the workforce,
the present study is an in-depth exploration of the unfold-
ing experiences of five persons in Sweden who developed
dementia while still in paid work/employment, and of
their significant others. A qualitative, longitudinal, multi-
ple case approach was used to explore the experiences of
the persons with dementia in their work context and
those of significant others in their lives (i.e., persons
from family and/or work).

Literature review

Research has mostly taken either the perspective of
employees with dementia (Andrew et al., 2018; Chaplin
& Davidson, 2016; Evans, 2019; lkeuchi et al., 2020;
McCulloch et al., 2016), or of employers of people with
dementia (Cox & Pardasani, 2013; Stavert et al., 2018;
Egdell et al., 2019), with just a few studies considering
both (Ritchie et al., 2018, 2020; Ohman et al.,, 2001). It has
consistently been reported that symptoms of dementia
are usually been first noticed at work, are difficult to
define, and cause uncertainty and stress for the employ-
ees as well as the employers (Chaplin & Davidson, 2016;
Evans, 2019; lkeuchi et al., 2020; McCulloch et al., 2016;
Roach, 2017; Silvaggi et al., 2020; Ohman et al,, 2001).
Diagnostic delay is common and not surprising as statis-
tically, dementia is not the most likely cause of subtle
cognitive decline in working-aged persons. The classic
assessment tools used to diagnose dementia are not
sensitive enough to capture early signs of younger
onset dementia that commonly differ from the common
development of Alzheimer's disease, AD (Silvaggi et al.,
2020).

Once people obtain a diagnosis, there may be long
delays before disclosure due to the stigma associated
with dementia (Bhatt, 2020). This is especially so in the
workplace where a ‘geriatric” diagnosis, such as dementia,
is not commonly seen or expected. The issue of continued
employability and work is usually related solely to the
capability of the person with dementia (e.g. Ritchie
et al,, 2020; Silvaggi et al., 2020). However, this approach
has been criticized as being far too limited, ignoring the
complexity of paid employment and the potential of
social and physical environments to support continued
work (Ritchie et al., 2020). Despite the disabling conse-
quences of dementia, many studies argue that continued
employment post diagnosis, would be preferable,
because work is such an important part of life, especially
for people of working age (Ritchie et al., 2015; Roach,
2017). For society at large, continued work promotes

social inclusion and may impact positively on societal
costs (Silvaggi et al., 2020).

For someone who develops dementia, continued
employment is likely to require adjustments or accom-
modations at work, which can be difficult to support
(Ritchie et al, 2018; Roach & Drummon, 2014; Stavert
et al, 2018; Ohman et al., 2001). To facilitate continued
employment, a person-centred approach, including col-
laboration, guidance, and training for employers on legal
and human rights, has been suggested (Andrew et al,
2018; Issakainen et al.,, 2021; Ritchie et al,, 2018; Stavert
et al,, 2018). Specifically, the process of making adjust-
ments, e.g., changing work schedules, simplifying rou-
tines, using technology for reminders, has been
identified as a key theme requiring urgent attention
(Thomson et al., 2019). Many studies have identified lack
of awareness about dementia among employers as
a possible cause of disability or changes in performance
(e.g., Egdell et al., 2018; Egdell et al., 2019; McCulloch et al.,
2016; Ritchie et al., 2015; Stavert et al., 2018). Health care
professionals also need to consider the implications for
employment when a person is diagnosed with dementia,
such as discussing the potential for them to keep working
and identifying accommodations to keep them in the
workforce (Andrew et al., 2018).

The current literature on dementia and work/employ-
ment highlights the need for increased awareness that
dementia might be present in the workforce and how it
may appear, e.g., in change in performance. Additionally,
there is limited knowledge about how to handle situa-
tions with employees who develop dementia, at all levels
from individual employers to legal systems, government
policies, and social welfare. While it has been underscored
that continued work might be preferrable, most studies
report that receiving a diagnosis of dementia means
immediately leaving work (either because the employee
chooses to leave or the employer terminates them) with-
out much effort to understand the situation, explore
possible alternatives, or make adjustments (Evans, 2019;
McCulloch et al, 2016; Roach & Drummon, 2014;
Thomson et al., 2019). A recent study in Finland found
that people with dementia may not be given the oppor-
tunity to participate in making decisions about continu-
ing or leaving employment (Issakainen et al., 2021). This
exemplifies the challenge of implementing a rights-based
approach enacting each person’s right to legal capacity,
i.e,, the right of a person with dementia to get support in
decision-making (Cahill, 2020).

Despite these recent studies, understanding of what
happens when a person develops dementia while still
working is limited. Using a multiple case study approach,
our aim was to perform an in-depth exploration of the
unfolding experiences of five persons who developed
dementia while still in paid work/employment and their
significant others from work, health care and family.
Specifically, we want to examine how they experienced
the actions and decisions taken with respect to work and
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what the consequences meant to the individuals with
dementia and their significant others.

The Swedish context

As work life is shaped and regulated by a country’s legis-
lation, this aspect of the context will have a profound
impact for a person who develops dementia while still
employed, and the process of leaving/ending work may
look different in different countries. Legislation is also
likely to influence the importance and meaning of con-
tinued work for the employee. Many international human
rights instruments such as the UN Convention on the
Rights of the Persons with Disabilities (UNCRPD) bind
countries worldwide. According to Article 27 of the
UNCRPD, it is the right of persons with disabilities to
work on an equal basis with others (UNCRPD, 2022). This
includes the right to the opportunity to gain a living by
work that is freely chosen or accepted in a labour market
plus a work environment that is open, inclusive, and
accessible to persons with disabilities. UNCRPD states
that parties shall safeguard and promote the realization
of the right to work by taking appropriate steps, including
those who acquire a disability during employment.

In Sweden, the legislation supports continued work
for people with disabilities. The employer is responsible
for adapting the workplace to meet the employee’s
needs. Individually targeted measures should be taken
by the employer together with occupational health and
rehabilitation services (Karlsson et al., 2014). While the
right to self-determination for all adults is emphasized
by Swedish laws and regulations, there are no regula-
tions to guide supported decision-making for people
with disabilities (Nedlund & Taghizadeh Larsson, 2016).
Recognizing people with dementia as disabled also
means that national provisions should apply equally to
them as to people with other disabilities. The Swedish
Social Insurance Agency (SSIA) is responsible for provid-
ing financial security in the event of disability or illness.
Severe dementia is listed as a serious illness that entitles
the person to sickness benefit. SSIA also has a legal
obligation to coordinate activities and contacts if return-
to-work rehabilitation is required (SSIA, 2021). However,
it is up to each employer to seek out information and
develop a plan of action on a case-by-case basis with
their employees. If continued work is impossible, the
employee can apply for sickness compensation. If this
is granted, the employer is no longer responsible for
rehabilitation or adjustments at work and can end the
employment after notifying the employee in writing.

Methods
Study design

This research was designed as a qualitative longitudi-
nal case study with multiple cases (Merriam, 1998).

Each case consists of a person with dementia at the
centre and significant others involved in each case
(e.g., family, friends, work-related persons or persons
from memory investigation or rehab). We chose this
approach as recommended by Merriam (1998)
because the topic requires investigation within its
real-life context, were we expected the participants’
experiences and the context to be interwoven and
without clear boundaries. Our point of departure
was the individual experiences of working life of the
person living with dementia, the changes happening
and the decisions and measures that were taken at
the onset of the cognitive decline (by the persons
with dementia, their workplace, and their significant
others), including how these measures contributed to
their situation and well-being in what we call “their
journey”. Our specific interest was to gain an under-
standing of the events that occurred and the actions
that were taken, how events and actions were experi-
enced, what they led to, and how they contributed to
their unfolding journeys (Rosenberg & Johansson,
2013). The study is part of a larger research project
initiated in 2018: “Dementia or MCl @ work”, which is
an international, multidisciplinary research project
under the Joint Program Initiative umbrella of More
Years Better Lives (MYBL) (http://www.jp-
demographic.eu/calls/projects/).

Inclusion criteria, recruitment, and ethics

Recruitment of participants with dementia: The criteria
set for inclusion were—based on self-reports—that
each participant with dementia: i/had received
a diagnosis of MCl or dementia or were still in the
process of memory investigation but with suspected
dementia, ii/was working; employed or self-employed,
or had been engaged in paid work within the latest
six months, iii/was or had been on sick-leave (full or
part time) no more than six months, iv/was 50-75
years old, and v/was capable, willing and interested to
take part in the longitudinal data collection. Our hope
was to achieve variation in the participants’ fields of
work, as well types of employment, length of sick-
leave, education, age, and sex. However, we soon
discovered that finding participants who met
the second criteria was a challenge, and variation in
all criteria could not be achieved.

Recruitment was through a variety of settings
where we thought it would be possible to find
persons that met our inclusion criteria based on
our clinical experience. Researchers presented the
study at a unit for investigation of driving capacity,
an out-patient unit for investigation of early cogni-
tive impairment, and a voluntary group for people
with young onset dementia. Staff at these facilities
shared information about the study and supported
people with dementia who were potentially
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interested in participation in the study. Two partici-
pants were recruited from the unit for investigation
of driving capacity and the voluntary group, respec-
tively, and one from the unit for investigation of
early cognitive impairment. The demographics of
the five included persons-three women and two
men, aged between 53 and 71 years—are presented
in Table |, together with details about the data
collection and significant others included in each
case. Recruitment took place as a process from
December 2018 until August 2019, which meant
that cases were in part overlapping and ongoing
simultaneously, with the final interview in
March 2021.

Recruitment of significant others: To build
a confident relationship based on trust with the
participants with dementia, we left the decision
about who to invite as significant others up to
them. As we wanted to broaden the view, we
encouraged them to think of significant others
that were informed and engaged in their unfolding
situation from a family perspective, at work and/or
in health care. These persons were then invited as
participants, but for the sake of clarity they are
referred to as significant others in the text when
relevant.

Consent to participate: All participants received
both verbal and written information before they
gave consent to take part in the study. Participants
with dementia were repeatedly informed that they
had the right to exit the study at any point without
further justifications of such a decision. Approval was
given by the regional ethical board (file number
2018/1313-31/5).

Data collection and analysis

Qualitative, conversational interviews (Brinkmann &
Kvale, 2018) were conducted one-to-one with the
five participants with dementia and the significant
others of their choice. In total, 33 interviews were
conducted (see Table I). These most often took place

in the participants’ homes, with a few with signifi-
cant others in the researcher’s office. The intention
was to follow each case until a new stability was
achieved in relation to what happened vocationally.
This led us to follow each case for around one year
(see Table I), with the same researcher conducting all
interviews within a given case. An interview guide
with broad topics (Brinkmann & Kvale, 2018) was
created to be open for each person’s evolving situa-
tion. In each case, the data collection was initiated by
an interview where the participant with dementia
spoke about what had happened at work and in
everyday life from the time of their first subtle symp-
toms to when their dementia was diagnosed and
continuing to their current situation. This was then
elaborated more in depth in subsequent interviews
over time. For some participants, it meant looking
back at work-life and the cessation of work, and for
others reflecting on the present. The interview topics
focused on the people living with dementia’s experi-
ences of the decisions and actions taken within their
employment, and what the subsequent conse-
quences meant to them. The interview topics for
significant others were designed to elicit elaboration
on what had happened at work and in everyday life
before, during and after dementia was diagnosed,
and the subsequent consequences. Each case varied
in terms of the number of participants, from
a minimum of one significant other to a maximum
of four.

As recommended by Merriam (1998), data collec-
tion, transcription and analysis took place in parallel.
For example, memos were recorded in connection to
each interview as well as in relation to transcribing.
Data were continuously discussed within the research
team with the aim of identifying questions or topics
that could give valuable information in subsequent
interviews, or guide selection of additional significant
other participants. This meant that the interviews in
the latter cases were in part influenced by the earlier
cases, reflecting our learning during the ongoing
analysis.

Table 1. Demographics of participants with dementia, list of their significant others, and an overview of data collection

parameters.
Case number and Work % and employment or time since  Significant others (SOs) Period of data Total number of
given name Living situation work cessation at inclusion included in the case collection interviews
1 Simon Co-habiting 0%, No employment Wife December 2018 - 6 (4 with Simon,
One week Grown up son November 2019 2 with SOs)
2 Anna Co-habiting 0%, No employment Former boss February 2019 - 6 (4 with Anna,
Six months Grown up daughter February 2020 2 with SOs)
Work leader
3 Lisa Single 0%, Permanent employment Sister March 2019 - 9 (6 with Lisa, 3
Six months Work leader (rehab November 2019 with SOs)
training)
Social worker
Former boss
4 Maria Co-habiting 40%, Permanent employment Best friend and colleague August 2019 - 6 (5 with Maria,
March 2021 1 with SO)
5 Carl Co-habiting 25%, Consultant Work leader/employer August 2019 - 5 (4 with Carl, 1
June 2020 with SO)




INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 5

The Formal Data-Structure Analysis (FDSA)
approach (Borell et al., 2012; Gustavsson, 2000) was
used to analyse the interviews. Epistemologically
grounded within the hermeneutic tradition
(Kinsella, 2006), this analytical approach offers the
possibility to study meaning-making as experienced
and enacted in peoples’ lives, by shifting between
two interpretation interests: on the one hand, the
experience-near level (understanding individual per-
sons’ experiences), and on the other hand, the
experience-distant level (understanding the phenom-
enon on a more generalized level). In the present
research, the analytical process—from the start of
data collection and onwards—shifted between
focusing on the empirical cases and their experi-
ences, and the conceptual level, based upon theore-
tical or conceptual knowledge of e.g., how symptoms
of dementia might influence work ability. This also
led us to first present the five cases in experience-
near detail, before comparing and contrasting them
in a joint analysis to facilitate external validity
(Merriam, 1998). This resulted in themes with inter-
pretations as well as a synthesis of the themes.

When data collection approached the end, hands-
on analysis started with a thorough line-by-line read-
ing of all the interviews within each case. Meaning
units were identified and given a code or short
descriptive text suggesting the induced meaning,
although still on the experience-near level. From this
first thorough reading, we discovered that there were
extensive differences between cases in what had hap-
pened and in the actions that had been taken at work,
as well as in how our participants experienced the
consequences. In the continued comparison of the
cases, two features stood out that could give some
clues to understanding the participants with demen-
tia's experiences; first, three of the five participants
with dementia had some kind of work adaptations,
but the adaptations were organized based upon dif-
ferent rationales and occurring at different time
points in their journey in relation to being diagnosed.
This led us to the second feature, which was how the
first subtle signs of the problems were understood
and dealt with at work. These two features offered
insights into the processes and actions taken by
health care and employers, as told by the participants
with dementia and their significant others, providing
a description of the conditions in their journeys. Our
analysis continued focusing on the participants’
experiences of navigating within these conditions,
and we discovered that the participants’ experiences
of their predicament and the possibilities they were
given at work differed profoundly. The immediate
understanding was that the extent to which the per-
son with dementia had a say in decisions influenced
how they experienced the chain of events; namely,
the person with dementia’s participation in decisions

regarding their employment impacted their perceived
experience.

According to the FDSA analytical approach, inter-
pretations emerging from data are to be critically
examined (Gustavsson, 2000). The next step then
was to go back to the interviews and look for data
that might speak against our immediate understand-
ing, and for other aspects potentially leading to
a different understanding of the experiences in each
case. Eventually, the process of going back and forth
between data and emerging findings, both within and
across cases, led to identification of two inter-related
themes (presented below). These two themes arose
from our understanding of what contributed to the
‘journey” of each participant with dementia, and what
it meant to them. This iterative process also involved
repeated discussions among the research team plus
parallel use of the literature, in the search for ways to
understand the themes on a more synthesized level
(Borell et al., 2012).

Findings

First, we present each of the five cases’ journey, from
work life before the diagnosis to the present state,
ending with a short synthesis of the formal and deci-
sive journey sequences in each case. Thereafter,
themes from a joint analysis of the cases are pre-
sented together with the synthesized interpretations.

Simon (case 1)

Simon, 55 years old, had been employed in the same
organization in a service profession for 30 years, and
he characterized his work life as “great fun” and “very
rewarding”. His work-role had developed over the
years to leading around 25 co-workers and being
responsible for big events with complex logistics.
Eventually, when the enterprise downsized a few
years earlier, his position was cut, resulting in termi-
nation with six months’ notice to him. Looking back,
he now viewed himself as partly responsible for mak-
ing his own position redundant. This happened in the
same period as his wife urged him to go to primary
care to check his memory even if he himself did not
experience any issues. There had in fact been some
subtle memory issues a couple of years earlier, accord-
ing to his wife, but his physician had assured them
not to worry. This time he was sent for a specialized
memory investigation, where he was diagnosed with
young onset AD.

As he got the diagnosis after his employment had
been terminated, his wife reported that Simon was
already outside the social security system related to
employment. In her view, his former director role made
him very loyal to the employer; hence, he did not fight for
his right to support, even if she tried to push him to put
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pressure on the company. His physician had recom-
mended him to leave work completely, given the diag-
nosis, but he still felt he had much to give. Suddenly he
had to start looking for a new job, which was a new
experience for him after working for the same company
for so long. This was a period of uncertainty to both him
and his wife. However, he was recruited to a six-month
position to lead a project in another company. Simon
reported that he disclosed his diagnosis in the middle of
those six months, but only to his closest boss, who was
surprised because nothing had shown up in his work. He
felt he carried out the six months’ employment success-
fully. He said: “Now | don’t know what the alternative
would have been if | had continued and not left (the
earlier position) and started the new job (the six months
project). Yes, what the consequences would have been if
it had shown that | didn't manage my job, so it felt good
somehow to end with the flag up high, a bit like it wasn't
me who had to leave”. Yet, after the six months, Simon
discovered that he did not fulfil the revised specifications
for the position, so he could not re-apply. Hence that was
the end of working life for him.

When we met him, a week after ending the last
employment, he explained he was very content with
leaving work at a point where he still felt he had made
good contributions. He was now looking forward to the
luxury of having plenty of time to his disposal, being the
same person as before, who was no longer working. He
said that working on the final six-month project had
strengthened his self-esteem, and he retrospectively pon-
dered that there had not been much potential for perso-
nal development in his former director position.

Synthesis of the formal and decisive journey sequences:
Simon first received sickness benefit, waiting for
a decision from SSIA to get sickness compensation. His
wife elaborated on the complex insurance situation. As he
had lost the safety networks related to permanent
employment just before the diagnosis, this left the family
in a void of great financial uncertainty. They had to fight
with the SSIA without the support of an employer, and
they both felt that flexibility was lacking in the SSIA
system. Several months after work cessation they were
still waiting for SSIA’s decision. This delay also hindered
Simon from applying for his retirement pension, as the
decision from SSIA had to come first.

Anna (case 2)

Anna, 60 years old, had been employed by the same tech-
company for 30 years, and she described her work-life in
very enthusiastic words with variation of work tasks and
roles, with opportunities to travel, socialize, and learn.
When we met her, she had already left work around six
months earlier, but was eager to share how she—with the
employer’s tailored support—had been able to continue
working 75% of full time for 4 years after receiving
a dementia diagnosis.

In contrast to the other cases, Anna’s symptoms did
not appear gradually, but her dementia was discovered
as a secondary outcome when in hospital for another
condition. In her own words, “they discovered that
| have a hole in my head”. She reported that the
physician strongly recommended sick-leave of at least
50%, but she wanted to continue working. As the
prognosis was hard to predict in her case, and she
had been with the company for so long, her employer
created a tailored work position, which was formally
seen as rehabilitation. She stepped down from leader-
ship and took on less complex work tasks appropriate
to her current skills. She also worked with a co-worker
who was responsible for adhering to timelines and
deliverable requirements, e.g., meeting deadlines.
A colleague of her own choice was assigned to be
her supervisor (included here as one of Anna’s signifi-
cant others). Both reported that they had weekly digital
meetings, catching up on issues or concerns, failures as
well as successes, and planning. They had an agree-
ment that the significant other should also be
a mediator between Anna and other colleagues
involved in her work tasks, openly sharing any feed-
back on her work performance directly with her. Anna
stated: “I had an agreement with them; you must tell
my boss if you think | don‘t function good enough, and
this worked out well for a couple of years—I told them
that they have to be able to use me in the best way
and trust that | do things right”. Anna openly disclosed
the diagnosis and most immediate challenges; she
explained she had particular difficulty identifying the
persons she currently interacted and worked with,
because her workplace was a large activity-based office
landscape with no individual desks. Yet, she felt the
value of being part of the social community in the
workplace outweighed the challenges. Anna’s super-
visor and daughter reported that as more issues were
raised in her work performance, she was invited to
a discussion about the potential fit between her capa-
city and skills on the one hand, and on the other, the
positions available in the company. Anna explained: “|
got a long list of available vacant positions, but | could
realize that they required English language, among
other things ... ” From that, she eventually concluded
that there were no positions for her, she said “No, | find
nothing here that would work in the long run” and she
agreed to leave work with six months full salary, even if
it was reluctantly, according to her daughter. When we
met her, she was satisfied with that choice. In her own
words: “one of the important things was that | was
given ... HR had gathered a list of work positions that
were (vacant), | knew they tried to find, and then when
I myself concluded that none of these worked ... and
eh. | realized that there were certain things that ...
(long pause) well, that worked less well ... "

Synthesis of the formal and decisive journey
sequences: Anna’s journey went from being well and
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working full time, to a sudden serious illness with sick-
leave. This was followed by continued sick-leave due
to dementia, and soon thereafter going back to part-
time sickness benefit and part time working with
specific tasks and close supervision. Finally, 4 years
later, she left work with six month’s salary. After
a long wait, she eventually received sickness
compensation.

Lisa (case 3)

Lisa, 53 years old, had been employed for many years
by the same company, with complex work-tasks and
leadership roles. She had enjoyed socializing with her
colleagues but kept her private life to herself, always
putting work before her personal life as a single per-
son. As she had worked so hard for so long, it seemed
self-evident to her as well as to those around her to
interpret her first signs of memory difficulties as
symptoms of “burn-out”. In an effort to support her
change in abilities, Lisa, her sister, and work leader all
described how the company created a position for her
with new but very simple work tasks compared to her
earlier work. The work leader explained how they
designed close, individual support in a safe environ-
ment together with co-workers she knew but had not
worked with before. This model for return to work
had been tailored and successfully used before with
other employees suffering from burn-out symptoms,
according to her work leader. However, it soon
became clear that Lisa could not manage these work
tasks, and she was increasingly exhausted just by
coming to work. In her own words, she felt increas-
ingly stressed and angry, ashamed, and worthless—
she understood that the tasks were “ridiculously sim-
ple”, so she could not understand why she still failed.

Lisa said: “ ... and even if they tried to help me, they
should have credit for that ... in the workplace and
the bosses and all ... | have nothing to complain

about ... still it feels weird, that you are worth nothing
(quaver in her voice). Well, | had to, eventually | could
not accomplish any work at all—that was when | was
asked to go home”. She also felt she was letting her
workmates and employer down, even if it was impos-
sible for her to improve her performance.

Lisa, her sister and the representatives from work
and rehabilitation all told the same story: the assumed
diagnosis of burn-out led to repeated periods of sick-
leave and attempts to return-to-work-rehabilitation,
eventually also supported by the company’s occupa-
tional health care, but the problems she experienced
were not solved by this and she did not recover as
expected. Consequently, the usual insurance-based
plan for return to work by stepwise increase of work
hours failed, and Lisa could not speak for herself and
explain her difficulties to the SSIA. Hence, the SSIA
was ready to withdraw all her financial support. Before

such a decision could be made, she went through
a specialized memory investigation. Eventually, after
more than a year of deteriorating function and peri-
ods of sick-leave and failing rehabilitation efforts, this
investigation produced a diagnosis of young onset
AD. According to Lisa’s sister, the physician said:
“you should have come earlier”. To Lisa, the diagnosis
was a relief, and when we met her six months after
the diagnosis, she was fully occupied with coming to
terms with her diagnosis, and with what had hap-
pened and what it all meant in terms of grief and
feelings of lack of worth.

Synthesis of the formal and decisive journey
sequences: Lisa's journey went from subtle difficulties
in work tasks, through a long back-and-forth process
of sick leave with sickness benefit and adapted work,
until eventually she was at risk of losing all insurance
support. When her dementia diagnosis was estab-
lished, the medical assessment was firm; she should
not go back to work. She was still on sick leave during
the study, and her sister struggled with the state
agencies to make sure Lisa got the support she
needed and the financial compensation she was
entitled to. Lisa also had extensive difficulties in the
daily chores at home. For example, she could not
manage grocery shopping or cooking without sup-
port. Eventually, she was entitled to sickness compen-
sation as well as day care.

Maria (case 4)

Maria, a 58-year-old administrator, had always worked
a lot, but in different fields. A couple of years before
we met her, she had started to sense subtle changes,
and these worried her as she had seen her mother
develop dementia. Hence, she went to a primary care
physician, who she reported dismissed her worries
twice, suggesting she suffered from symptoms of
“burn-out” even though she was at an 80% workload.
She felt work demanded all her energy, and finally
a specialized memory investigation concluded
prodromal AD. This was both a confirmation and
a shock to her, and she needed four months sick
leave to come to terms with the situation.

When we met her, she worked 40% of full time
with customized administrative tasks. Her employer
made a choice, she said; instead of just letting her
go, which according to her would have been normal
considering her diagnosis, the company managed to
create a time-limited, adapted, part-time position with
simple, routine administrative and filing tasks, yet
with much independence, as she wished. In the first
interviews, Maria expressed appreciation and grate-
fulness for this opportunity, and she felt she did
a good job even if it was very simple compared to
her formal duties. Maria said: “I find it very important
to stress here that they were incredibly good to me.
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They could have said ‘I'm sorry but we have nothing
that you are capable of doing here." They could have
said that, but they did not. But I'm incredibly grateful
that | got that possibility, actually. And | also under-
stand that they have looked outside the boxes to
make it work ... eh ... and I, actually, I'm very
impressed that they did this. | had not believed
that.” She also felt she recovered, so her conclusion
was that she probably also had suffered from 'burn-
out’. As her adapted work-tasks did not occupy all her
time, she also helped work-mates as needed, and she
enjoyed still being part of the work community. She
explained she had settled with her diagnosis and
planned to work for about one more year.

For Maria, working 40% was the right amount; she
needed the rest of her days to manage her condition:
“I needed those three days to recover and find myself,
to try to do things that would make me feel better”,
she said. She planned to retire together with her
husband when the employment was projected to
end, but she hoped to contribute to a planned new
family company together with him. However, in
a subsequent interview half a year later when she
had left her work as planned, her situation had chan-
ged. After a long holiday abroad, the AD diagnosis
was confirmed but her cognitive function had
improved to a state that made her physician conclude
she could have 5-10years remaining with almost full
capacity. While this of course was very good news to
Maria, it also caused great frustration as she had
exited work life because of the diagnosis. She also
started to critically reflect upon how this exit hap-
pened. She pondered: “Why was | dismissed when
| had not made any mistakes in my work role?”
Moreover, much time had been totally devoted to
managing—in her view—a scary and devastating
diagnosis, searching for help, and even eventually
planning to escape, through euthanasia. In addition,
much money had been spent on curative products.
A few additional months later, she was still enjoying
a leisurely life abroad and taking care of herself, and
she said: | feel | have got a second chance”. Yet, she
felt that the stereotype view of her diagnosis had
rushed the employer’s process to end her work life
and she was not happy about the way she had been
treated. She pondered: “Did | tell you how they
reacted at work? That they actually once said they
did not trust me anymore? | find it disturbing that
they have that view, because this is important for
what you (the researcher) do, how one is treated.
They expected it (the disease progression) to be
much faster, and they were kind to still keep me,
but it ended up in such a weird way and | believe
that this happens to many others.”

Synthesis of the formal and decisive journey
sequences: Maria's first subtle experiences of cognitive
decline were initially medically interpreted as “burn

”

out’, before they led to the diagnosis of
prodromal AD and four months sick-leave. After this
she went back to part time sick-leave and part time
work with adapted work tasks and an agreement with
the employer to retire within the year. However, after
leaving work, Maria’s state had stabilized to almost
full capacity causing her to question some of the
choices her employer made, and to which she had
agreed.

Carl (case 5)

Carl, 71 years old, reported that he had learned his
profession over a long work-life in different positions
within the same organization, with continuously
increased responsibilities, until retirement at 65. He
had always worked a lot, he said, and accepted work
had a significant influence on his lifestyle, for example
through unhealthy habits and stress. After retirement,
he and his wife ran a private consulting enterprise
where he worked part time with PR-agencies and as
a board member. He reported that about two years
before inclusion in this study, his wife noticed that his
memory was not as good as before, but his primary
care physician twice assured him that he was well.
However, the third time the physician sent him to
a specialized memory investigation where he was
diagnosed with AD. Sometime after that, he and his
wife decided to sell their enterprise, but he did not
link this to his diagnosis as neither he nor his friends
or grown-up children noticed any symptoms; only his
wife, he said.

When we met Carl, one year after the AD diagnosis
was verified, he worked around 25% of full time as
a consultant and board member in another organiza-
tion, a position he had been recruited to some years
ago. He appreciated the monthly work meetings and
travel. He felt he could contribute fully in his role and
reported that his employer seemed to be very happy
and appreciated his work: “They are very glad to have
me there, you know, and they do listen a lot to me”,
he said. While he experienced some problems in his
private life, such as difficulties remembering and find-
ing names in conversations, he had not experienced
any incidents in his work role related to his diagnosis.
His explanation was that in his work role, he was
expected to give immediate feedback on something
that was presented to him, but not required to
remember details such as names or initiate and orga-
nize what was going to happen—hence it worked. His
employer verified that Carl contributed fully at work,
and the employer reported he had fought for Carl
more than once when other board members worried
about how dementia might influence Carl’s ability to
fulfil his role. The employer's position was that
a diagnosis per se is of no interest if the person
contributes. The employer explained: “So this is
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a bloody nuisance as | see it, people that get a disease
are automatically driven out from work life just
because they got dementia, the name in itself says
‘out’! Carl is a living proof of ability to work despite
having dementia, that is proven, he is absolutely one
of the cleverest in the board.” As the COVID-19 pan-
demic struck in the midst of Carl's case, his journey
came to a stand-still, with him maintaining digital
contact with work only occasionally, and also hinder-
ing further interviews.

Synthesis of the formal and decisive journey
sequences: Carl left full-time employment at retire-
ment age but continued working within the family
enterprise, though for fewer hours. After his AD-
diagnosis, he continued to work for some time until
the enterprise was sold. However, Carl still main-
tained his role as a board member in another orga-
nization and had no plans to leave for as long as
both he and the employer were content with his
contributions.

Joint analysis of the cases

The joint analysis of the five cases resulted in two
intertwined themes: 1) The significance and conse-
quences of a dementia diagnosis; a double-edged trig-
ger, and 2) Sensemaking and agency. Together, these
themes illuminate the features that came to the fore
as decisive for how their diagnosis and its conse-
quences were dealt with at work and how the jour-
neys and different routes were experienced,
illustrating how such journeys might evolve when
a person develops dementia while still engaged in
paid work (see Table Il). The themes represent
a conceptual level, and the sub-themes articulate the
key topics underneath (i.e., a more “experience-near”
understanding of data). The first theme illustrates how
assumptions and expectations in society create con-
ditions that the participants with dementia face and
have to navigate, while the second theme illustrates
the aspects that seemed most decisive in their pro-
cess of coming to terms with their condition.

The significance and consequences of
a diagnosis; a double-edged trigger

In our efforts to understand what happened in each
participant’s journey, the commonsense and stereo-
type view of dementia in health care as well as work
life, stood out as a main theme. This view was
revealed as decisive assumptions about who can and

Table II. Findings: Overview of themes and subthemes.

cannot get dementia, what dementia is and what it
will bring. Actions emanating from such assumptions
could lead to different consequences: a dementia
diagnosis could work as a double-edged trigger, initi-
ating actions leading to very different positive and
negative consequences.

Who can and cannot get dementia?

The first feature that stood out as significantly contribut-
ing to the participants’ experiences was the lengthy pro-
cesses they had to go through, with a variety of detours,
before eventually getting the dementia diagnosis. The
main explanation we found for the long delay was that
dementia was not even considered an option by the
medical experts as the participants were too young and/
or functioning too well. In other words: they did not meet
the standard profile of a person with dementia. In four
cases, the first primary care investigations did not take
their complaints seriously, or dismissed their concerns,
stating “no problem” (Simon and Carl) or interpreted
them as signs of burn out syndrome (Lisa and Maria).
This exemplifies the power of the common view of
dementia, and of who can and cannot get dementia.

Overall, the delay took place in the first line of
health care. Once the participants came to specialized
memory investigation the diagnosis was rapidly
reached. This long process had particularly serious
consequences for one of them (Lisa), but they all
experienced living with subtle signs of something
not being right while trying to keep up with the
usual demands at work and in private life. However,
for Lisa, the long process and the misinterpretation of
her symptoms, lead to a negative spiral with devastat-
ing consequences lasting well after work had ended.
These included her being placed at immediate risk of
losing her sick-leave salary as she still did not cope
and recover as had been expected, due to her condi-
tion being interpreted as burn-out.

In contrast, Anna received her dementia diagnosis
when she was treated for another serious condition,
before symptoms had a major impact on her work
performance, hence the process of adjusting work life
was initiated at an early stage. Thus, while the other
cases had spent a long time coming to terms with
subtle symptoms and uncertainty, Anna had been
able to spend that time on adaptation and continued
work. Together the cases show how sensitive and
important the earliest phase might be; from the first
experiences of something not being right, to even-
tually receiving a diagnosis. Yet, our continued analy-
sis also showed how the diagnosis of dementia might

Theme

Sub-theme

The significance and consequences of a dementia diagnosis; a double-edged trigger

Sensemaking and agency

Who can and cannot get dementia?
What is dementia and what will it bring?
What is happening and how can | have a say?
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trigger unforeseen and unwanted consequences, as
well as demand a new orientation in life.

What is dementia and what will it bring?
Generally, the participants felt the diagnosis
offered explanations to their perceptions of (more
or less subtle) changes or symptoms, based upon
the commonsense apprehension of what dementia
is and what it will bring. Even if the diagnosis was
a shock, it also gave something to relate to when
looking ahead, a new point of departure. Without
a doubt, receiving a diagnosis was a key event and
turning point in all five cases, however the results
were not always positive. Maria’s experience
showed another facet of the diagnostic’s meaning:
when her diagnosis had been made, the prognosis
was apparently built on the commonplace and
stereotyped image of dementia—even if prodro-
mal means very early symptoms. For her employ-
ment, this meant that an agreement was
developed, stating that she was to exit after
a certain time. Although she had managed to do
her former work well, she was given very simple
work tasks for the remaining period of employ-
ment. For her private life, it meant planning for
exiting life (through medically-assisted dying) once
the expected deterioration set in. When the prog-
nosis suddenly changed to be much more optimis-
tic, she felt robbed of years of her life due to
misinformation, with serious consequences in
both her work and private lives.

A negative stereotyped view of dementia was
also apparent to some extent in Carl’s case: his
employer reported resistance among Carl’s fellow
board members to trust a colleague with dementia.
But in Carl’s case, the conditions differed: the expli-
cit view of his employer—ignoring diagnostic labels
as long as employees performed and contributed at
work and having a strong advocate in a position of
influence in the workplace—allowed Carl to fulfill
the work expectations and seemed to support his
own view of still maintaining his role. In our under-
standing, these cases illustrate how a diagnostic
label such as dementia might trigger actions that
contribute to a variety of life changing conse-
quences—all based upon commonplace perceptions
and assumptions of what dementia is and what it
will bring.

Sensemaking and agency

While the participants with dementia shared the same
stereotypical view of dementia as the societal stake-
holders, they also had to deal with comprehending
what happened and navigating the consequences. This
theme provided insights into how their opportunities to

make sense of and make their voices heard contributed
decisively to how they experienced the journey.

What is happening and how can | have a say?
The analysis revealed extensive differences between
the participants with dementia regarding possibili-
ties to make sense of actions and decisions taken;
to have a say and influence what happened in their
employment. In our understanding, this turned out
to be decisive for how the journey and its conse-
quences were experienced in each case. At a first
glance, Anna, Lisa, and Maria were similar in that all
three received adapted work tasks. Interestingly, the
kind of adaptations were similar, e.g., flexible work-
hours and simplified tasks, yet they were experi-
enced in different ways and had profoundly
different consequences. Anna and Maria were both
offered individualized, adapted work tasks after
receiving their diagnosis. Both reported these adap-
tations were a great support, providing them with
a retained sense of self-worth, capacity, and agency.
Lisa experienced the opposite. While the adaptation
for Lisa was carefully planned with flexibility, social
interaction, and individual support with comparably
very low demands in work tasks that were believed
to be easy, she found these tasks to be impossible,
but neither she nor her supervisor could understand
why. The mentor was even more puzzled when
discovering that she had no problem whatsoever
in a specific task with procedures that the rest of
the team struggled with. The most plausible reason
seems to be that, for Lisa, the adapted work was
based upon the employer’s earlier experiences of
what might support a person with burn-out syn-
drome to slowly return to work, which also meant
expecting recovery. Regardless of whether this
approach worked in the past for others, it was not
adapted to fit the individual profile of Lisa. This
means that this mistaken diagnosis with expected
recovery guided the adaptation, and less attention
was given to Lisa's particular prerequisites and
experiences, which neither Lisa nor her employer
could make sense of.

In hindsight, Maria’s case can also be under-
stood as exemplifying how the diagnostic label
might overrule the individual's particular case.
Although Maria felt the adapted work was “silly
simple”, she said she did not care. This could also
be understood as a change in how she viewed
herself after having received the diagnosis.
Having labelled herself as “a person with demen-
tia” she accepted the downshift to “silly simple”
tasks and was grateful for the opportunity to do
them. However, once she realized that her diagno-
sis did not mean imminent and increasing disabil-
ity according to the stereotypical understanding of
dementia, she felt she had been forced out of work
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based on the label “dementia” rather than on her
work performance.

In contrast, Anna was very content with how her
employer had made continued work possible.
Eventually, after four years, she was presented with
the available work positions and tasks in the company
at that time, and she concluded that none were
a good match with her own profile. This gave her
the possibility to be part of the decision to leave
work, and she did so with a sense of acceptance
even if it still was a huge step: she understood that
for her it was time to leave work. In Simon’s and Carl’s
cases, ignoring their doctor’s “order” to leave work
immediately when diagnosed with dementia also
exemplifies the importance of having a say.
Moreover, both had been recruited to their latest
work, and in Simon's case this seemed to boost his
readiness to eventually come to terms with work
cessation. But having a say was not achievable with-
out support from others. All five participants with
dementia received extensive support from family,
and their employers also took measures to enable
continued work. These examples suggest that sense-
making and having a say were important features that
profoundly influenced how the journey was experi-
enced by the participants with dementia, and they
also highlight the importance of having agency sup-
ported in multiple different ways.

Discussion

The analysis of these five cases shows how our con-
temporary society’'s common, stereotypical under-
standing of what dementia is and expectations
about what it will bring for the individual, significantly
impacts the actions taken when a person develops
dementia while still working. Our findings confirm the
prevalence of the shared image of dementia in society
and how it is usually represented. The first subtle
symptoms of early-stage dementia are well known,
but often misunderstood if they appear at work,
because dementia is so strongly linked to old age
and dependency. Hence it is not surprising that
most studies have shown that a dementia diagnosis
meant the end of work life, rarely preceded by
a period of reasonable adjustments (Evans, 2019;
McCulloch et al, 2016; Roach & Drummon, 2014;
Thomson et al., 2019). In that sense our data provide
a unique glimpse of what might take place when
adjustments are made to facilitate continued work,
albeit they were based on different rationales. Our
findings confirm that a diagnosis is an important
step in understanding the causes of the employee’s
changed performance or challenges at work, but this
diagnosis carries with it strong connotations of old
age, loss of independence and rapid decline in abil-
ities. This deeply rooted social experience of dementia

(Williams et al., 2018) and stigma (Low &
Purwaningrum, 2020) can be more disabling than
the medical symptoms of dementia. For example,
employees may be hesitant to disclose the diagnosis,
as Simon was, or being pushed to exit work life
regardless of capacity, as Maria experienced. On the
other hand, disclosing the diagnosis at work, and the
disability that is likely to follow, may help co-workers
understand what kind of accommodation and support
might be needed. Importantly, our findings suggest
that the person with dementia should have a say in
how and when disclosure is done at work. There exist
methods to support agency among people with
dementia in such situations. For example, a solution
focused coaching approach was found useful in a case
in the Finish part of our research on dementia and
work (Heimonen et al., 2022).

Ritchie et al. (2018) concluded that employees with
dementia have little control over decisions made
regarding their employment, as was also shown in
a recent study by our research team (Issakainen
et al., 2021). When the medical expertise set the diag-
nosis, the participants in this study were told to leave
work—again reflecting the power of dementia stereo-
types of immediate incapacity (Low & Purwaningrum,
2020) - even if this recommendation was not always
financially supported by the SSIA. Interestingly, four of
the five participants did not follow that recommenda-
tion but exercised their agency and managed to con-
tinue working, at least for some time. Echoing
Williams et al. (2018), they refused to be re-
categorized to “someone who could no longer be
thought of as a capable worker” (p. 222). However,
important prerequisites for claiming one’s right to
take part in decision making are that one can make
sense of the subtle changes that follow from the first
onset of cognitive decline, and that the employer also
acknowledges the possibility of dementia being an
explanation. Moreover, if the person with dementia
cannot make sense of the experienced changes, how
could he/she communicate and explain the effects at
work and the needs for support to the employer?
Dementia is generally considered to bring about lack
of awareness, but that is challenged by our findings,
as well as earlier studies with people in the very mild
stages of dementia (Chaplin & Davidson, 2016; Evans,
2019; Williams et al., 2018; Ohman et al., 2001). Rather,
findings suggest that the persons’ experiences of
subtle changes are given other explanations by them-
selves and frequently dismissed by health care
because of the commonly held views of what demen-
tia is. This is especially so if the person is still of
working age.

On a more general level, our cases extend previous
research highlighting the need for increased aware-
ness and education on legal and human rights among
employers as well as health care personnel (Ritchie
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et al,, 2018; Stavert et al., 2018). For example, demen-
tia stereotypes appeared to influence physician’s
responses in our cases, when their concerns were
not initially investigated as cognitive complaints.
This aligns with previous research indicating that it
can take younger people at least four years to be
diagnosed after the onset of symptoms (O'malley
et al., 2021). When the diagnosis is finally obtained,
our cases suggest that the person might need some-
one to support their agency on their behalf, by acting
and speaking for them when interacting with state
agencies, such as the SSIA. But seeking support
should not exclude the person with dementia as an
agent in the process. Rather our findings underscore
how decisive their right to supported agency might
be for how they experience their journey, for example
through support to exercise autonomy and express
preferences (Nedlund & Taghizadeh Larsson, 2016)
during this challenging period in life.

In contrast to other studies reporting the experi-
ences of people with the onset of dementia at work
(Chaplin & Davidson, 2016; Evans, 2019; Ritchie et al.,
2018), the participants in our study mostly received
some form of adaptation or accommodation.
Common principles for reasonable adjustments at
work have been gathered in one review based upon
employers’ views (Thomson et al, 2019). These
include changing or reducing work hours; simplifying
tasks; reducing noise and distraction; using technol-
ogy as reminders and moving to a less senior role. All
these strategies to facilitate continued work were
seen in our cases, with varying success. According to
Ritchie et al. (2018) assessing the needs and abilities
of the individual and drawing on disability manage-
ment policy will be most successful in supporting
continued work. Addressing changes in occupational
competence and enabling workforce participation
choices are also recommended (Andrew et al., 2018).
Importantly, one additional lesson learned from our
cases is the importance of allowing time and support
for making sense of the diagnosis, and space for
agency, both for the employee and the employer.

Moreover, Lisa’s case exemplifies how misinter-
pretation might put the person at risk of being
excluded from the insurance system because work
rehabilitation expects improvement of the person’s
work performance. This reveals that the current
system of work rehabilitation in Sweden does not
allow a person’s rehabilitation goal to be main-
tained with decreasing ability, which might be
expected and even inevitable in dementia.
Essentially, if we want to enable continued work
for employees with conditions such as dementia,
who can rarely be expected to search for new,
more suitable employment in the competitive
labour market, and who are unlikely to achieve
improved functioning through rehabilitation, the

rules for social insurance compensation in connec-
tion to work rehabilitation must be revised.

There is a strong consensus in the literature about
the necessity of a person-centred approach when
a person develops dementia while still working
(Andrew et al., 2018; Ritchie et al.,, 2018). But what
this means is harder to define, particularly as work
tasks, roles and environments differ so much. No
doubt, dementia brings about disabilities that are
likely to influence a person’s ability to work. But as
with any disability, this must be seen in its context:
work always takes place in social and physical envir-
onments, with a multitude of aspects interacting at
any given time and situation, including the stereoty-
pical beliefs linked to dementia that are held in
society (Low & Purwaningrum, 2020).

Methodological considerations

One limitation in this work is that three of the five
participants with dementia had already left work at the
start of the project. We had to accept this because
finding potential participants who met the inclusion
criteria turned out to be very challenging. Yet, all parti-
cipants vividly provided their experiences of how the
situation evolved, even when this was done retrospec-
tively. We had also intended to search for variation in
type of employer and work, but the five cases turned out
to work for fairly large enterprises, in white collar or
service professions, with a long time in that employ-
ment. Thus, we can assume that due to their size, these
employers had possibilities to offer adjustments or alter-
native work tasks that not all employers, including self-
employment, might have. In addition, several of our
cases involved a long history of employment with one
employer, which might have facilitated continued work,
as Ohman et al. (2001) reported 20 years ago. However,
we still discovered extensive variations in the five cases,
and the longitudinal design revealed decisive aspects
for the turns that the journey could take and what it
might mean to a person.

Conclusion and implications

The joint analysis exemplifies the power of the biome-
dical diagnosis of dementia. It served as a mirror altering
the reflection of the person, at work and in health care
as well as for him-/herself. For all cases, the interpreta-
tion of their emerging disability as dementia, plus
receiving a diagnosis, were necessary for relevant
actions to be taken at work, and for how the process
was experienced. On the other hand, the diagnosis and
disclosure at work—especially if given in a prodromal
stage—could bring about a stereotyped process of exit-
ing work life due to expectations of rapid decline, hence
the feeling of being robbed of years of active engage-
ment. This illustrates how the diagnosis of dementia is
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alien in work-life, but once it is diagnosed, it can trigger
self-fulfilling expectations based upon the stereotypical
understanding of what it will bring. Having the oppor-
tunity to make sense of what is happening and the
opportunity to participate in decision-making concern-
ing oneself, contributed decisively to how the journey
was experienced by the participants with dementia. Yet,
in all cases, other people speaking and acting for the
person with dementia were indispensable to support
the agency of the person with dementia, regardless of
whether it was family, professionals, colleagues or
employers, i.e., relational safety nets, as long as advo-
cacy was done with insight, knowledge and respect of
the person with dementia’s wishes.

Our findings suggest that key factors for continued
work are knowledge and communication between
employers and employees with dementia as well as
their workmates, significant others, and state agencies.
We argue that a shift is needed from a deficit-focused
perspective where a stereotyped image of dementia
guides all decisions, to a citizenship-approach viewing
people with dementia as citizens capable of agency
(Boyle, 2014). Such a citizenship-approach could facil-
itate communication by acknowledging the person with
dementia as an agent with the right to self-
determination even if he/she might need support to
express wishes and make decisions (Nedlund &
Taghizadeh Larsson, 2016). Recognizing dementia as
a cause of disability represents a rights-based approach,
which is more important than ever as long as dementia
appears to be an alien in work life, in order to ensure
that national provisions apply as equally to people with
dementia as to people with other disabilities.

Acknowledgments

We are very grateful to the participants living with dementia
and their significant others for generously sharing their
experiences with us over a long period of time.

Disclosure statement

No potential conflict of interest was reported by the
authors.

The data set is stored within the universitiy’s deposit but for
ethical reasons it cannot be shared.

Funding

This study is a part of the research project “Dementia or
mild cognitive impairment: @ Work in Progress” supported
by the Swedish Research Council for Health, Working life
and Welfare, FORTE [grant 2017-02303], Academy of Finland
[grant 318848] and Canadian Institute for Health Research
[grant MYB155683] under the framework of the JPI MYBL, as
well as the research project “Working Life and Memory
Impairment - Mental Wellbeing, Legal Security and
Occupational Capacity of People with Early Onset
Dementia” supported by the Academy of Finland [grant

314749]. The Swedish Dementia Association also supported
the study.

Notes on contributors

Louise Nygard (PhD) is a Professor of Occupational Therapy,
and leader of the research group CACTUS; Cognitive
Accessibility and Technology Use when ageing in home
and Society, http://ki.se/en/nvs/the-cactus-research-group,
at the Division of Occupational Therapy at Karolinska
Institutet in Stockholm, Sweden. She has conducted
research in the field of dementia since 1990, with a strong
interest in the experiences of persons living with dementia.
Her particular interest has for several years been in the
conditions for people with Mild Cognitive Impairment
(MCI) or dementia as users of everyday technology, and
their possibilities to participate in life outside home.

Ann-Charlotte Nedlund (PhD) is an Associate Professor in
Political Science at the Division Society and Health,
Department of Health, Medicine and Caring Sciences,
Linkdping University, Sweden. Her research is on health
and social policy, governance, citizenship, legitimacy, and
democracy, with a special focus on interactions and policy
practice. Her special interest is on how the conditions for
persons living with dementia to practice their everyday
citizenship are understood, shaped and realized. She has
initiated and is the coordinator of the Citizenship and
Dementia: International Research Network.

Anna Mdki-Petdjd-Leinonen (LL.D.) is Professor of Law and
Ageing at the University of Eastern Finland. She is also
a director of the Institute of Law and Welfare. Her research
focuses on Elder Law combining jurisprudence with social
and medical sciences. Maki-Petdja-Leinonen holds title of
Docent in Family Law at the University of Helsinki and title
of Docent in Elder Law at the University of Lapland. Maki-
Petdja-Leinonen has experience of managing research pro-
jects at both national and international level. Currently she
leads research team Neuro-Ethics and Law at the UEF
Neuroscience Research Community.

Arlene Astell (PhD) is Director of the Dementia Aging and
Technology Engagement lab at University Health Network,
Toronto, Canada, and Professor of Neurocognitive Disorders
at the University of Reading, UK. Arlene has over twenty
years' experience co-designing and evaluating interventions
to support people to live as well as possible with dementia
and is currently engaged in multiple national and interna-
tional projects. She has authored more than 240 peer-
reviewed publications plus contributions to professional
and practice journals. Arlene is a previous chair of the
Alzheimer’s Association Technology Professional Interest
Area (PIA) and is current Vice Chair of the
Nonpharmacological Interventions PIA.

Jennifer Boger’s (PhD, PEng) research focuses on creating
technologies that enable more inclusive, equitable, and
personal support for health, wellbeing, and quality of life
for older adults. Her team at University of Waterloo, Canada,
engages in transdisciplinary collaboration and human-
centric design practices that blend state-of-the art knowl-
edge from computer science, engineering, and health
sciences to create internationally renowned intelligent assis-
tive technologies for supporting graceful aging. She is also
spearheading the concept of ‘Ethical by Design’, which
involves the systematic development of a methodology to
enable disparate stakeholders to collaboratively build



14 L. NYGARD ET AL.

aspects such ethics, culture, and citizenship into products
and systems throughout their lifecycle.

Mervi Issakainen (PhD) is a social psychologist and
a postdoctoral researcher at the University of Eastern
Finland. Her research interests are in the health and well-
being of people in different age groups. She has worked in
two interrelated multidisciplinary research  projects
(Dementia or MCl@work in progress; WoLMI) focusing on
the experiences, life situations and realization of rights
among people living with early onset dementia.

Ann-Louise Engvall (BSc) is a research assistant at Karolinska
Institutet, and a master student in public health at the
University of Halmstad, Sweden. She has a broad experience
in rehabilitation for people with different impairments,
mainly with neurological injuries or diseases. In her clinical
work and master’s studies, her main interest and commit-
ment is to people with extensive activity limitations and
their opportunities to empowerment in their daily activities
and lives.

Birgit Heuchemer (Msc) is a research assistant and parttime
teacher at the division for Occupational Therapy, Karolinska
Institutet, Sweden. She also works parttime as a clinical
occupational therapist in forensic psychiatry. Her clinical
engagement and research interest focuses on how mild
cognitive impairment affects people’s daily lives and their
possibility of agency in their own rehabilitation processes.

Lena Rosenberg (PhD) is a professor of occupational therapy
at the School of Health and Welfare at Jonkdping University,
Sweden and an associate professor and leader of the
research group Everyday Matters at the Division of
Occupational Therapy, Karolinska Institutet. Her research
interest is the intersection between health care practices
and issues at stake in everyday life situations for older
people and especially persons with dementia.

Charlotta Ryd (PhD) is an analyst at the Stockholm
Gerontology Research Center, Sweden. She is also affiliated
to the research group CACTUS (http://ki.se/en/nvs/the-
cactus-research-group) at Karolinska Institutet. Her clinical
background as an occupational therapist is in specialized
memory investigations for persons with early cognitive
decline. Her particular clinical and research interest is in
the conditions for participation and engagement in the
digital society among older adults with cognitive disability.
She is also a board member in the Swedish Association for
Cognitive medicine.

Ethics statement

The research reported in this paper has been conducted in
an ethical and responsible manner and in full compliance
with the legislation.

ORCID

Louise Nygard @ http://orcid.org/0000-0003-1813-7390

References

Alzheimer Europe. (2017). Dementia as a disability?
Implications for ethics, policy and practice. A discussion
paper. *alzheimer_europe_ethics_report_2017.pdf

Andrew, C,, Phillipson, L., & Sheridan, L. (2018). What is the
impact of dementia on occupational competence, occu-
pational participation and occupational identity for peo-
ple who experience onset of symptoms while in paid
employment? A scoping review. Australian Occupational
Therapy Journal, 66(2), 130-144. https://doi.org/10.1111/
1440-1630.12535

Bhatt, J. (2020). The influence of stigma on disclosure deci-
sion-making in people affected by dementia. Doctoral dis-
sertation, University College London.

Borell, L, Nygard, L, Asaba, E, Gustavsson, A., &
Hemmingsson, H. (2012, October). Qualitative approaches
in occupational therapy research. Scandinavian Journal of
Occupational Therapy, 19, 521-529. https://doi.org/10.
3109/11038128.2011.649782

Boyle, G. (2014). Recognising the agency of people with
dementia. Disability & Society, 29(7), 1130-1144. https://
doi.org/10.1080/09687599.2014.910108

Brinkmann, S., & Kvale, S. (2018). Doing Interviews. Sage
Publications.

Cahill, S. (2020). WHO'’s global action plan on the public
health response to dementia: Some challenges and
opportunities. Aging & Mental Health, 24(2), 197-199.
https://doi.org/10.1080/13607863.2018.1544213

Chaplin, R., & Davidson, I. (2016). What are the experiences
of people with dementia in employment? Dementia, 15
(2), 147-161. https://doi.org/10.1177/1471301213519252

Cox, C. B., & Pardasani, M. (2013). Alzheimer’s in the work-
place: A challenge for social work. Journal of
Gerontological Social Work, 56(8), 643-656. https://doi.
org/10.1080/01634372.2013.821693

Dubois, B. Feldman, H. H., Jacova, C, Hampel, H.,
Molinuevo, J. L., Blennow, K., DeKosky, S. T., Gauthier, S.,
Selkoe, D. Bateman, R, Cappa, S. Crutch, S,
Engelborghs, S., Frisoni, G. B., Fox, N. C, Galasko, D.,
Habert, M. -O. lJicha, G. A, Nordberg, A.
Cummings, J. L. (2014). Advancing research diagnostic
criteria for Alzheimer's disease: The IWG-2 criteria.
Lancet Neurology, 13(6), 614-629. https://doi.org/10.
1016/51474-4422(14)70090-0

Egdell, V., Cook, M., Stavert, J., Ritchie, L, Tolson, D. &
Danson, M. (2019). Dementia in the workplace: Are
employers supporting employees living with dementia?
Aging & Mental Health, 25(1), 134-141. https://doi.org/10.
1080/13607863.2019.1667299

Egdell, V., Stavert, J., & McGregor, R. (2017). The legal impli-
cations of dementia in the workplace: Establishing a
cross-disciplinary research agenda. Ageing & Society, 38
(11), 2181-2196. https://doi.org/10.1017/
S0144686X17000642

Evans, D. (2019). An exploration of the impact of
younger-onset dementia on employment. Dementia, 18
(1), 262-281. https://doi.org/10.1177/1471301216668661

Gauthier, S., Rosa-Neto, P., Morais, J. A., & Webster, C. (2021).
World Alzheimer Report 2021: Journey through the diagno-
sis of dementia. Alzheimer’s Disease International.

Gustavsson, A. (2000). Tolkning och tolkningsteori 1-2
(Interpretation and theory of interpretation). In Swedish.
Department of Pedagogics, Stockholm University.

Heimonen, S., Issakainen, M., Nedlund, A. -C, Boger, J.,
Astell, A., Maki-Petdja-Leinonen, A., & Nygard, L. (2022).
Applying a solution-focused approach in counseling for
working aged people living with mild cognitive impair-
ment or young-onset dementia. The SFiO InterAction
Collection 2022.

Ikeuchi, S., Omote, S., Tanaka, K., Okamoto, R., Morikawa, Y.,
& lIritani, O. (2020). Work-related experiences of people


http://*alzheimer_europe_ethics_report_2017.pdf
https://doi.org/10.1111/1440-1630.12535
https://doi.org/10.1111/1440-1630.12535
https://doi.org/10.3109/11038128.2011.649782
https://doi.org/10.3109/11038128.2011.649782
https://doi.org/10.1080/09687599.2014.910108
https://doi.org/10.1080/09687599.2014.910108
https://doi.org/10.1080/13607863.2018.1544213
https://doi.org/10.1177/1471301213519252
https://doi.org/10.1080/01634372.2013.821693
https://doi.org/10.1080/01634372.2013.821693
https://doi.org/10.1016/S1474-4422(14)70090-0
https://doi.org/10.1016/S1474-4422(14)70090-0
https://doi.org/10.1080/13607863.2019.1667299
https://doi.org/10.1080/13607863.2019.1667299
https://doi.org/10.1017/S0144686X17000642
https://doi.org/10.1017/S0144686X17000642
https://doi.org/10.1177/1471301216668661

INTERNATIONAL JOURNAL OF QUALITATIVE STUDIES ON HEALTH AND WELL-BEING . 15

living with young-onset dementia in Japan. Health &
Social Care in the Community, 00, 1-10. https://doi.org/
10.1111/hsc.13157

Issakainen, M., Méki-Petdja-Leinonen, A. Heimonen, S,
Nedlund, A. -C, Astell, A, Boger, J, Rissanen, S, &
Nygard, L. (2021). Experiences of influencing one’s own
life when living with working age dementia. Ageing &
Society, 1-20. https://doi.org/10.1017/
S0144686X21001525

Karlsson, T., Classon, E., & Ronnberg, J. (2014) The brain-
friendly work-place - cognition, cognitive impairments
and work environment (Den hjdrnvénliga arbetsplatsen —
kognition, kognitiva funktionsnedsdttningar och
arbetsmilj6. In Swedish). https://www.av.se

Kinsella, E. A. (2006). Hermeneutics and critical hermeneu-
tics: Exploring possibilities within the art of interpretation.
Forum Qualitative  Sozialforschung/Forum:  Qualitative
Social Research, 7(3). https://nbn-resolving.de/urn:nbn:
de:0114-fqs0603190

Low, L. F., & Purwaningrum, F. (2020). Negative stereotypes,
fear and social distance: A systematic review of depic-
tions of dementia in popular culture in the context of
stigma. BMC Geriatrics, 20(1), 477. https://doi.org/10.1186/
$12877-020-01754-x

McCulloch, S., Robertson, D. & Kirkpatrick, P. (2016).
Sustaining people with dementia or mild cognitive
impairment in employment: A systematic review of qua-
litative evidence. The British Journal of Occupational
Therapy, 79(11), 682-692. https://doi.org/10.1177/
0308022616665402

Merriam, S. B. (1998). Quadlitative research and case study
applications in education. Jossey-Bass Inc. Publishers.

Nedlund, A. -C., & Taghizadeh Larsson, A. (2016). To protect
and to support: How citizenship and self-determination
are legally constructed and managed in practice for peo-
ple living with dementia in Sweden. Dementia, 15(3),
343-357. https://doi.org/10.1177/1471301216638966

O’connor, D., & Nedlund, A. -C. (2016). Editorial introduction:
Special issue on Citizenship and Dementia. Dementia, 15
(3), 285-288. https://doi.org/10.1177/1471301216647150

OECD. (2021). Pensions at a Glance 2021: OECD and G20
Indicators. OECD Publishing. https://doi.org/10.1787/
ca401ebd-en

Ohman, A, Nygard, L, & Borell, L. (2001). The vocational
situation in cases of memory deficits or younger-onset
dementia. Scandinavian Journal of Caring Sciences, 15(1),
34-43. https://doi.org/10.1046/j.1471-6712.2001.1510034.x

O’'malley, M. Parkes, J., Campbell, J, Stamou, V.,
LaFontaine, J., Oyebode, J. R, & Carter, J. (2021).
Receiving a diagnosis of young onset dementia:
Evidence-based statements to inform best practice.
Dementia, 20(5), 1745-1771. https://doi.org/10.1177/
1471301220969269

Ritchie, L., Banks, P., Danson, M., Tolson, D., & Borrowman, F.
(2015). Dementia in the workplace: A review. Journal of

Public Mental Health, 14(1), 24-34. https://doi.org/10.
1108/JPMH-04-2014-0015

Ritchie, L., Egdell, V., Danson, M., Cook, M., Stavert, J, &
Tolson, D. (2020). Dementia, work and employability:
Using the capability approach to understand the employ-
ability potential for people living with dementia. Work,
Employment and Society, 36(4), 591-609. https://doi.org/
10.1177/0950017020961929

Ritchie, L., Tolson, D., & Danson, M. (2018). Dementia in the
worksplace case study research: Understanding the
experiences of individuals, colleagues and managers.
Ageing & Society, 38(10), 2146-2175. https://doi.org/10.
1017/50144686X17000563

Roach, P. (2017). Young onset dementia: Negotiating future
workplace roles and identities. Dementia, 16(1), 5-8.
https://doi.org/10.1177/1471301216674420

Roach, P., & Drummon, N. (2014). ‘It's nice to have some-
thing to do": Early-onset dementia and maintaining pur-
poseful activity. Journal of Psychiatric and Mental Health
Nursing, 21(10), 889-895. https://doi.org/10.1111/jpm.
12154

Rosenberg, L., & Johansson, K. (2013). Where the transac-
tions happen: The unit of analysis when applying
a transactional perspective. In M. P. Cutchin &
A. V. Dickie (Eds.), Transactional perspectives on occupa-
tion (pp. 147-156). Springer.

Silvaggi, F., Leonardi, M., Tiraboshi, P., Muscio, C., Toppo, C.,
& Raggi, A. (2020). Keeping people with dementia or mild
cognitive impairment in employment: A literature review
on its determinants. International  Journal  of
Environmental Research and Public Health, 17(3), 842.
https://doi.org/10.3390/ijerph17030842

Stavert, J,, Ritchie, L., Danson, M., Egdell, V., Cook, M., &
Tolson, D. (2018). Employer responses to dementia in the
workplace a report to the Carnegie Trust for the Universities
of Scotland. The Carnegie Trust.

Swedish  Social Insurance  Agency, SSIA. (2021).
Rehabilitation within work life. (Arbetslivsinriktad rehabili-
tering. In Swedish). https://www.forsakringskassan.se/
halso-och-sjukvarden/sjukdom-och-skada/arbetslivsinrik
tad-rehabilitering

Thomson, L., Stanyon, M., Dening, T., Heron, R., & Griffiths, A.
(2019). Managing employees with dementia: A systematic
review. Occupational Medicine, 69(2), 89-98. https://doi.
org/10.1093/occmed/kqy 161

UN Convention on the Rights of the Persons with
Disabilities, CRPD. 2022. https://www.un.org/develop
ment/desa/disabilities/convention-on-the-rights-of-
persons-with-disabilities/article-27-work-and-
employment.html

Williams, J., Richardson, S., & Draper, E. (2018). A beginning
and not the end: Work after a diagnosis of dementia.
Work, Employment and Society, 32(1), 219-229. https://
doi.org/10.1177/0950017017737493


https://doi.org/10.1111/hsc.13157
https://doi.org/10.1111/hsc.13157
https://doi.org/10.1017/S0144686X21001525
https://doi.org/10.1017/S0144686X21001525
https://www.av.se
https://nbn-resolving.de/urn:nbn:de:0114-fqs0603190
https://nbn-resolving.de/urn:nbn:de:0114-fqs0603190
https://doi.org/10.1186/s12877-020-01754-x
https://doi.org/10.1186/s12877-020-01754-x
https://doi.org/10.1177/0308022616665402
https://doi.org/10.1177/0308022616665402
https://doi.org/10.1177/1471301216638966
https://doi.org/10.1177/1471301216647150
https://doi.org/10.1787/ca401ebd-en
https://doi.org/10.1787/ca401ebd-en
https://doi.org/10.1046/j.1471-6712.2001.1510034.x
https://doi.org/10.1177/1471301220969269
https://doi.org/10.1177/1471301220969269
https://doi.org/10.1108/JPMH-04-2014-0015
https://doi.org/10.1108/JPMH-04-2014-0015
https://doi.org/10.1177/0950017020961929
https://doi.org/10.1177/0950017020961929
https://doi.org/10.1017/S0144686X17000563
https://doi.org/10.1017/S0144686X17000563
https://doi.org/10.1177/1471301216674420
https://doi.org/10.1111/jpm.12154
https://doi.org/10.1111/jpm.12154
https://doi.org/10.3390/ijerph17030842
https://www.forsakringskassan.se/halso-och-sjukvarden/sjukdom-och-skada/arbetslivsinriktad-rehabilitering
https://www.forsakringskassan.se/halso-och-sjukvarden/sjukdom-och-skada/arbetslivsinriktad-rehabilitering
https://www.forsakringskassan.se/halso-och-sjukvarden/sjukdom-och-skada/arbetslivsinriktad-rehabilitering
https://doi.org/10.1093/occmed/kqy161
https://doi.org/10.1093/occmed/kqy161
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-27-work-and-employment.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-27-work-and-employment.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-27-work-and-employment.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities/article-27-work-and-employment.html
https://doi.org/10.1177/0950017017737493
https://doi.org/10.1177/0950017017737493

	Abstract
	Introduction
	Literature review
	The Swedish context
	Methods
	Study design
	Inclusion criteria, recruitment, and ethics
	Data collection and analysis

	Findings
	Simon (case1)
	Anna (case2)
	Lisa (case3)
	Maria (case4)
	Carl (case5)

	Joint analysis of the cases
	The significance and consequences of adiagnosis; a double-edged trigger
	Who can and cannot get dementia?
	What is dementia and what will it bring?

	Sensemaking and agency
	What is happening and how can Ihave asay?


	Discussion
	Methodological considerations

	Conclusion and implications
	Acknowledgments
	Disclosure statement
	Funding
	Notes on contributors
	Ethics statement
	References

