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ABSTRACT
Objectives: Young-onset dementia (YOD) symptoms often first present in the workplace, resulting 
in work performance challenges and eventually loss of employment. This study aims to investigate 
the experiences, work values, and support needs of employees with YOD and their relatives.
Method: Semi-structured interviews were conducted to explore the experiences, work values, and 
support needs of (former) employees with YOD and their relatives. Subsequently, separate focus group 
discussions were conducted for employees and relatives to review and prioritize interview findings. 
Inductive thematic analysis was applied to both datasets.
Results: A total of 15 interviews (six employees; nine relatives) and four focus group discussions (ten 
employees; six relatives) were conducted. Six themes emerged, with five revolving around the central 
theme: desire to work. The other themes represent essential contributing factors, including importance 
of receiving a YOD diagnosis; knowledge, awareness, and understanding regarding YOD; open commu-
nication, joint decision making, and collaboration; work adjustments, involvement, and support; phasing 
out work and future perspectives.
Conclusion: The findings highlight a strong desire to work post-YOD diagnosis, serving as a foundation 
for developing workplace support tools and guidance. This has the potential to help individuals with 
YOD preserve their self-confidence and identity while working within their capabilities.

Introduction

Young-onset dementia (YOD) is characterized by symptom 
onset before the age of 65 years (van de Veen et  al., 2021). 
Currently, it is estimated that approximately 3.9 million people 
worldwide are living with YOD. In the Netherlands, the preva-
lence is estimated to be 14,000 to 17,000 people with YOD 
(Hendriks et al., 2021). People with YOD are often in an active 
stage of life, still engaging in work and social activities at the 
time of disease onset (Giebel, 2021; Pipon-Young et al., 2011).

The onset of dementia symptoms is often insidious and 
noticed for the first time in the workplace (Harris & Keady, 2009). 
Symptoms often comprise not only cognitive symptoms but 
also affective, behavioural, or social symptoms, including per-
sonality changes, apraxia/visuospatial dysfunction, memory 
issues, and language impairment. These symptoms typically 
develop years before a formal dementia diagnosis is made 
(Draper & Withall, 2016; Hendriks et  al., 2022; Koedam et  al., 
2010; van Vliet et al., 2013). In the workplace, these symptoms 
may result in employees having difficulties executing day-to-
day tasks and planning, experiencing overall dysfunction, and 
receiving poor assessments (Chaplin & Davidson, 2016; Evans, 
2019; Öhman et al., 2001). Additionally, early symptoms of YOD 
are frequently misattributed and challenging to identify, as they 
overlap with symptoms of other conditions, such as burn-out 
and depression, which contributes to a delay in diagnosis (Loi 
et al., 2020; Mendez, 2006; O’Malley, Parkes, et al., 2019). In most 

cases, these symptoms result in sickness absence and a loss of 
employment (Sakata & Okumura, 2017). Loss of employment 
has a great impact on both the employee with YOD and their 
families in terms of financial, psychological, and relational 
changes (Van Vliet et al., 2011; Werner et al., 2009).

Previous research indicates that following a YOD diagnosis, 
engaging in daily life activities, such as work, provides structure 
in daily life and a sense of purpose and potentially enhances 
perceived quality of life (Roach & Drummond, 2014; Robertson 
& Evans, 2015). In addition, this engagement facilitates the pres-
ervation of an active role in society, which may help individuals 
maintain their self-esteem, self-confidence, and identity (Harris 
& Keady, 2009; Phinney et al., 2007). The significance of work 
extends beyond mere employment, encompassing aspects 
such as social connections, job satisfaction, and daily routine. 
However, not every individual with YOD may desire to continue 
working; therefore, their wishes and needs regarding continued 
employment should be identified and prioritized.

If continued employment is desired, appropriate support 
needs to be in place to help employees with YOD in the work-
place, meet their needs and focus on their capabilities (Ritchie 
et al., 2017; Silvaggi et al., 2020). Only a few studies have focused 
on continued paid employment and, more particularly, on the 
experiences of employees with YOD and the impact of the con-
dition on their work performance (Andrew et al., 2018; Ikeuchi 
et al., 2020; Nygard et al., 2023; Omote et al., 2023; Ritchie et al., 
2020). Overall, findings from these studies underline the 
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importance of increased awareness and understanding regard-
ing YOD and the possibilities for continued employment. 
However, clear guidance on how to support employees with 
YOD in continuing paid employment is still lacking. Examining 
the perspectives of employees with dementia, relatives of these 
employees, and employers is paramount and would provide a 
comprehensive understanding of the topic by integrating per-
sonal experiences, caregiving challenges, and workplace 
dynamics, which would enhance the development of tailored 
support.

Given the limited research on supporting employees with 
YOD during their employment, it is important to gain more 
insight into the experiences, (work)values, and support needs 
of employees with YOD, including the perspective of their rel-
atives. These insights can serve as a foundation for the devel-
opment of practical tools and guidance to facilitate and support 
continued employment for individuals with YOD. This study 
therefore aimed to explore the experiences, (work)values, and 
support needs of (former) employees with YOD and relatives of 
(former) employees with YOD living in the Netherlands.

Methods

The study presented here is part of the Dutch Work with 
DEMentia (WorkDEM) project. The project aims to develop prac-
tical tools and guidance for continued employment for individ-
uals with YOD based on their specific needs and capabilities. In 
this qualitative study, semistructured individual interviews and 
subsequent focus group discussions were conducted with (for-
mer) employees with YOD and relatives of (former) employees 
with YOD, hereafter referred to as employees and relatives.

These interviews aimed to gain insight into the experiences, 
(work)values and support needs of employees with YOD regard-
ing continued employment. Semistructured interviews were 
chosen for their ability to explore motivations, choices, experi-
ences, and attitudes regarding a specific topic (Newcomer et al., 
2015). Furthermore, they allow for the inclusion of additional 
questions and in-depth elaboration beyond the established 
topic list (Galletta, 2013). The focus group discussions reflected 
on the findings of the previous individual interviews and were 
used to exchange ideas on possible practical solutions regard-
ing continued employment for employees with YOD. In addi-
tion, focus group discussions were selected for their capacity 
to acquire a comprehensive understanding of diverse perspec-
tives on the given topic and to investigate the dynamics among 
the participants (Parker & Tritter, 2006).

Participants and recruitment procedure

For the individual interviews, the aim was to include three to 
five participants per identified target group (i.e. employees with 
dementia and relatives). For the focus group discussions, the 
aim was to organize one focus group discussion per target 
group including three to six participants (Raats, 2019). The small 
sample size of the focus groups allowed us to explore complex, 
emotional topics (Litosseliti, 2003). Regarding employees, the 
inclusion criteria comprised 1) having an established dementia 
diagnosis, 2) being (self )employed or having recently ceased 
working (up to two years previously), and 3) residing in their 
own household. Inclusion criteria for relatives comprised 1) 
being at least 18 years old and 2) having a relationship with an 
employee with YOD (e.g. partner or son/daughter).

A purposive sampling method was applied due to the need 
for in-depth information regarding the experiences, values and 
support needs of the target groups involved (Palinkas et  al., 
2013). The selection of individuals was based on their first-hand 
experiences with employment and YOD as either an employee 
with YOD or a relative of such an employee. Participants were 
primarily recruited via the network of involved project partners 
through, for example, social media and personal approaches. 
Additionally, flyers were distributed at several memory clinics 
and YOD care facilities throughout the Netherlands. Participants 
who participated in the individual interviews were also invited 
to participate in the focus group discussions.

When individuals were interested in participating, they could 
contact the researcher (BS) for more information. All interested 
individuals received an information letter and had to sign an 
informed consent form prior to participating in the online inter-
views. Anonymity was ensured by anonymizing the entire pro-
cess and removing all personally identifiable information.

Data collection and procedures

Individual interviews took place between May and September 
2022. These interviews were guided by a topic list created by the 
research team and with the input of the project partners, which 
consisted of employers, an occupational physician, dementia care 
professionals, patient and care organizations, and the expertise 
centre for YOD. A topic list was used to allow for additional ques-
tions and further elaboration on the topics (Galletta, 2013). The 
following topics were covered in both target groups: 1) work 
experiences before the diagnosis of dementia; 2) working with 
dementia; and 3) support in the workplace after the diagnosis of 
dementia. This list was subsequently tailored to the employees 
and relatives. Each interview lasted approximately 45 to 90 min 
and was audio recorded. The interviews were mainly conducted 
online via Zoom due to the COVID-19 situation at that time and 
for convenience since the participants’ residences were spread 
across the Netherlands. Participants received a digital manual on 
how to use Zoom beforehand. During the interviews, employees 
were permitted to have their relative accompany them to provide 
comfort and assistance in setting up Zoom. Participants were 
invited to read the interview summary for verification purposes. 
However, no changes were made by the participants. This mem-
ber check procedure enhanced the quality of the data obtained 
from the interviews (Thomas, 2016).

Focus group discussions took place between December 2022 
and February 2023 and were also conducted online. Each focus 
group discussion was video recorded and lasted between 90 
and 120 min. Prior to the focus group discussion, participants 
received a factsheet of the individual interviews and filled out 
a booklet with questions regarding work and YOD. This context 
mapping sensitized the participants regarding this topic before-
hand (Visser et al., 2005). Each focus group discussion was mod-
erated by an experienced moderator (LB/KP). In addition, 
another researcher (BS) made field notes and observations 
during these discussions and monitored the whole process. The 
topic list was based on the topic list used in the individual inter-
views and was reviewed by different researchers (MdV, CB, KP, 
BS) with different backgrounds. This list comprised the following 
topics: 1) reflecting on the findings from the individual inter-
views using the fact sheet; 2) possible solutions to support an 
employee with YOD in the workplace; and 3) defining outcome 
measures regarding the evaluation of these solutions. The 
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questions were tailored to the different target groups. 
Participants were invited to read the interview summary for 
verification purposes.

Data analysis and trustworthiness

Recordings of the individual interviews and focus group discus-
sions were transcribed verbatim, and an inductive thematic 
analysis was conducted (Braun & Clarke, 2006). As a first step, 
the transcripts of the individual interviews were analysed. To 
extract relevant themes from the data and ensure trustworthi-
ness, two independent researchers (NJ and BS) first openly 
coded the data using Atlas.TI (Elo & Kyngäs, 2008). Thereafter, 
the researchers reviewed and compared their transcripts and 
codes and discussed their codes. Subsequently, the codes were 
organized into different categories and discussed thereafter to 
reach consensus on the themes. These themes were subse-
quently discussed with a third researcher (KP). Then, themes 
were discussed during team meetings with three other research-
ers from different backgrounds: two health care psychologists 
and one health care scientist with expertise in YOD (MdV, CB, 
KP). Subsequently, the focus group transcripts were inde-
pendently analysed by the same two researchers. The interview 
data codes were used deductively to analyse the focus group 
transcripts, identifying new themes to complement the inter-
view data and verify the accuracy of the previously analysed 
interview data. Thereafter, all identified themes were further 
discussed in team meetings involving the other researchers 
(MdV, CB, and KP) to achieve consensus on the final themes 
retrieved from both interview and focus group data. This pro-
cess further eliminated potential researcher bias (Norris, 1997) 
and ensured investigator triangulation (Carter et al., 2014).

Additionally, method and data source triangulation were 
ensured by using both interviews and focus group discussions 
as methods, different data sources, such as audio and video 
recordings and field notes, and context mapping through a 
summary including a booklet with sensitizing questions (Carter 
et al., 2014; Creswell, 2013). This study followed the criteria of 
the Consolidated Criteria for Reporting Qualitative Research 
(COREQ) to ensure sound qualitative research, rigorous meth-
odology and transparent reporting (Tong et al., 2007).

Ethical considerations

Ethical approval was obtained from the Medical Ethics Review 
Committee (METC) of Maastricht UMC+ (azM/UM) for both the 
individual interviews and focus group discussions (METC 2021-
3052 and METC 2022-3267).

Results

Participant characteristics

In total, 15 individual interviews were conducted, with six 
employees and nine relatives (Table 1). Subsequently, four focus 
group discussions were held with 16 participants, including 10 
employees and six relatives (Table 2), four of whom also partic-
ipated in the individual interviews. The mean age of the employ-
ees was comparable in the interviews and focus groups. 
Additionally, more male employees participated in the inter-
views than female employees. The sex distribution was equal 
for the focus group discussions. Overall, a diagnosis of 
Alzheimer’s disease was reported most often, followed by Lewy 
body dementia.

For relatives, a higher percentage of men participated 
(66.7%) in the individual interviews, whereas in the focus 
group discussions, only women participated. The sex of the 
relative with YOD was more equally distributed in the indi-
vidual interviews than in the focus group discussions. 
Overall, relatives were mainly the partner/spouse of the 
person with dementia. The most common diagnosis of their 
relative with YOD was Alzheimer’s disease, followed by fron-
totemporal dementia.

Themes regarding continued employment after YOD 
diagnosis from the perspective of employees and 
relatives

Six themes were derived from the interview and focus group 
data and are shown in Figure 1. Of these six themes, five 
themes were centred around the main theme, Desire to work. 
The other five themes were important conditional factors 
contributing to the desire to work, including 2) importance of 
receiving a YOD diagnosis, 3) knowledge, awareness, and under-
standing of YOD, 4) open communication, joint decision-making, 
and collaboration, 5) work adjustments, involvement, and sup-
port, and 6) phasing out work and future perspectives.

Desire to work
Employees with YOD highlighted a strong desire to work and 
continue their employment in their own workplace. They stated 

Table 1. Characteristics of (former) employees participating in the individual 
interviews and focus group discussions.

Variable
individual interviews 

(n = 6)
Focus group discussion 

(n = 10)

Sex
Male (%)
Female (%)

5 (83.3)
1 (16.7)

5 (50.0)
5 (50.0)

Age*
Mean (min–max) 60.5 (55–65) 59.1 (54–65)*
Diagnosis
Alzheimer’s disease (%)
lewy body dementia (%)
Frontotemporal dementia (%)
Vascular dementia (%)

2 (33.3)
3 (50.0)
1 (16.7)

−

8 (80.0)
−

1 (10.0)
1 (10.0)

*Age at the time of the interview; missing for three persons.

Table 2. Characteristics of relatives participating in the individual interviews 
and focus group discussions.

Variable
individual interviews

(n = 9)
Focus group 

discussion (n = 6)

Sex of the relative
Male (%)
Female (%)

6 (66.7)
3 (33.3)

0 (00.0)
6 (100.0)

Sex of their relative with YOD
Male (%)
Female (%)

5 (55.6)
4 (44.4)

5 (83.3)
1 (16.7)

Age of their relative with YOD*
Mean (min–max) 60.3 (54–67) n/A
Diagnosis of their relative with YOD
Alzheimer’s disease (%)
lewy body dementia (%)
Frontotemporal dementia (%)
Vascular dementia (%)
Mixed dementia (%)

3 (33.3)
2 (22.2)
3 (33.3)

−
1 (11.2)

4 (66.7)
1 (16.6)
1 (16.7)

-
-

Relationship to relative with YOD
Partner/Spouse
Child
Child-in-law
Sibling

4 (44.4)
3 (33.3)
1 (11.1)
1 (11.1)

4 (66.7)
2 (33.3)

-
-

*Age at the time of the interview; missing for one person.
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that work provided them with a sense of self and feeling useful 
and that they were still able to contribute to society. In addition, 
work provided them with a daily structure, and it ensured social 
contact with others. Employees stated that there were still many 
things they could do in the workplace, such as more structured 
or adjusted tasks. According to both the employees and rela-
tives, life, especially work life, should not end with a dementia 
diagnosis.

And not for the money, but for your self-image as well – Employee 
(EwD006), male, individual interview

Yes, you feel valued [when you keep working]. You feel that you 
matter. Then, you think, ‘hey, luckily, I still belong somewhere.’ That’s 
the feeling that is really nice for me. – Employee (EwD701), female, 
focus group discussion

Relatives also emphasized the importance of work for their 
loved one. They frequently mentioned that their loved one still 
had a desire to continue their work.

So that [work] was also a bit of her outlet. There [at work], she could 
take care of people, and yes, she missed that a lot. I’m 100% certain 
of that, she said so too. – Relative (R106), male, individual 
interview

Relatives also highlighted the importance of a daily structure 
and participation in society through employment.

You are sticking to your routines longer (due to work) […] Suddenly 
that’s over, and you end up sitting at home. That becomes a burden 
for everyone in the family, but certainly for the person concerned: 
what are you going to do all day? – Relative (R104), male, individual 
interview

The importance of receiving a YOD diagnosis
Importance of a timely and accurate diagnosis. Participants 
emphasized the importance of a timely and accurate 
diagnosis to facilitate their desire to work. They noted 
significant delays, with some receiving incorrect diagnoses 
like burn-out or depression, further prolonging the 
diagnostic trajectory. This uncertainty led to tensions and 

misunderstandings in the workplace. Consequently, 
employees faced challenges such as being less efficient, 
reduced task performance, and conflicts with colleagues or 
managers.

It was harder to finish, to complete tasks. So, I then tried to pass 
those off to a colleague. – Employee (EwD003), male, individual 
interview

I believe that [the conflict with her manager] happened in 2019 or 
2018; she got a new manager. She was pretty upset about that 
because that person didn’t like her, at least according to my sister. 
It even led to verbal tirades at work. – Relative (R101), female, indi-
vidual interview

The difficulties surrounding the diagnostic trajectory signifi-
cantly affected employees, resulting in prolonged sick leave or 
the risk of job loss due to declined work performance. This 
sometimes led to ineligibility for disability benefits or dismissal, 
causing significant and often irreversible financial conse-
quences. Timely and accurate diagnosis could have prevented 
many negative work-related events, according to employees 
and their relatives. They noted that as the diagnosis remained 
uncertain, it became increasingly difficult to maintain paid 
employment as the disease progressed and work performance 
deteriorated.

I was just fired, got a commutation, but it was not clear then that I 
had dementia, no. That came later. – Employee (EwD603), male, 
focus group discussion

‘Something feels off’ and the role of the general 
practitioner.  Relatives indicated that they often had a 
strong feeling that ‘something was off’ with their loved one 
for a long period before a clear diagnosis had been 
established. Relatives reported that it was difficult to put 
their finger on what exactly was going on. This led to 
discussions and tension in the relationship.

Then, I got a kind of gut feeling, which was years back in 2016, that 
something was not right. From work, they thought he was suffering 
from burnout symptoms. However, I thought, something else is 
going on. – Relative (R809), female, focus group discussion

Relatives frequently raised their concerns with their GPs and 
felt the GP plays a crucial role in early recognition of possible 
dementia. However, some relatives felt their GP did not take 
them seriously, contributing to the diagnostic delay.

The GP kept brushing it off, and I was told to send her along by 
herself. She visited 10 times a year. She would forget the next 
appointment, and I had to call the GP again and I said: haven’t you 
noticed? The GP responded with “Yes, yes, everyone forgets some-
thing sometimes.” – Relative (R107), male, individual interview

On the other hand, some relatives indicated that their GPs 
were attentive and took them seriously. This resulted in a timely 
response to the concerns of the relatives, which allowed timely 
action to establish a diagnosis.

We [her relatives] went to her GP. We told our story and what we 
noticed. Well, she also thought that was quite alarming, also because 
it runs in the family. – Relative (R101), female, individual interview

In some cases, the employees stated that they had a strange 
feeling about themselves and took the initiative to visit their GP.

Figure 1. themes derived from the individual interviews and focus group dis-
cussions regarding continued employment after YOD diagnosis.
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But for myself, I did feel that something wasn’t right, and then I 
went to the GP, and that’s when, you could say, the whole process 
was initiated to get the diagnosis. – Employee, (EwD001), male, 
individual interview

Importance of a diagnosis for the work environment.  All 
participants stressed that sharing the diagnosis helped 
clarify changes in work performance or behaviour, fostering 
understanding and empathy among employers and 
colleagues. In many instances, this also facilitated the 
necessary work adjustments to allow them to remain in the 
workplace for a longer period.

I told my employer, “Yes, there’s something not right, and I’m going 
to see the doctor.” Because I was so open about it, in the beginning, 
my employer was very supportive and regularly inquired about 
how things were going during scans and examinations. So, that 
actually created an even stronger bond. – Employee (EwD001), 
male, individual interview

Knowledge, awareness, and understanding of YOD
Participants highlighted a perceived lack of awareness among GPs, 
occupational physicians, employers, colleagues, friends, and family 
members, therefore emphasizing the importance of knowledge 
about YOD symptoms, consequences, and its impact on employ-
ment. This lack of awareness often led to misunderstandings about 
the decline in functioning at home and work, as well as delayed or 
incorrect diagnoses and inadequate workplace support. 
Additionally, both groups experienced stigma associated with YOD, 
with employees feeling treated differently, particularly when the 
diagnosis was unclear.

Late-onset dementia, most people know what it is. However, for 
young-onset dementia, many are unaware. – Employee (EwD002), 
female, individual interview

Around a year before the diagnosis was made, he started making 
more and more mistakes. In the end, he did have a conflict with the 
supervisor there. Because, well, they thought he was displaying 
somewhat strange behaviour. – Relative (R103), female, individual 
interview

Open communication, joint decision-making, and 
collaboration
Both employees and relatives expressed the importance of 
open communication about the diagnosis in the work environ-
ment. Open communication enabled a better understanding 
of their situations. Moreover, it facilitated the exploration of 
workplace adjustments to maintain employment, if desired and 
possible for the employee.

For me, the most important thing is openness about the diagnosis. 
I notice that I often still encounter a lot of misunderstanding from 
people, not only specifically about me but also when it concerns 
others [with YOD]. – Employee (EwD503), female, focus group 
discussion

Moreover, both employees and relatives stressed the impor-
tance of regular communication in the workplace regarding the 
employee’s work performance, work adjustments and ability to 
continue employment. In most cases, this led to continued 
employment for a certain period, e.g. months or a few years. 
Additionally, it facilitated the exploration of options should 
work no longer be possible and how to provide for a smooth 
transition out of their working life.

That [understanding] is a key point that all organizations have to 
deal with, and if there is understanding, including from the 
employer, then you can achieve many more of those other points 
[continue employment within the workplace] – Employee 
(EwD501), male, focus group discussion

Regular meetings between employee, employer, and 
other relevant stakeholders, to discuss the wishes, needs, 
and capabilities of both parties regarding facilitation of 
arrangements for continued employment, helped. This 
allowed for early adjustments to work tasks or exploration 
of alternative options, such as gradual retirement or cessa-
tion of work. Joint decision-making empowered employees, 
fostering a sense of control over their lives. As a result, 
employees felt heard, engaged, and in control within the 
workplace.

My supervisor regularly contacted me to see how I was doing and 
to assess my situation. He would inquire whether it would be wiser 
to work less due to the increasing workload. So, through frequent 
communication, he provided me with good support, which also 
strengthened our relationship. – Employee (EwD001), male, indi-
vidual interview

Collaboration is essential, but so is full recognition. It’s important 
that the person with Alzheimer’s treats themselves as a whole per-
son and that others do the same. Everyone should be in an equal 
position regarding being treated with dignity, just as they were 
before. – Employee (EwD702), male, focus group discussion

Collaboration among professionals.  Relatives mentioned 
the importance of involving relevant professionals, such as 
the GP, occupational physician, and dementia case 
manager, especially regarding receiving a timely diagnosis 
and continuing employment. Establishing collaboration 
between the care environment and the work environment 
may result in a better understanding and facilitate 
continued employment if desired.

When employers and health care professionals collaborate, it 
makes a huge difference. – Relative (R808), female, focus group 
discussion

However, employees along with relatives had varying expe-
riences with the involvement of these professionals. Some expe-
rienced the involvement sufficient, while others felt it was 
lacking. Consequently, unwanted scenarios arose, such as dis-
missal, which could have been avoided by timely engagement 
of the relevant professionals.

I think the occupational physician could play a significant role. In 
my case, I believe he did well. They could probably provide more 
guidance on what is feasible and how to handle things that may no 
longer be good enough. This way, you can have an active conversa-
tion about what you can and cannot do. – Employee (EwD705), 
male, focus group discussion

Work adjustments, involvement, and support
Work adjustments and support for employees.  In addition 
to engaging the right professionals and fostering 
collaboration among them, both employees and relatives 
highlighted that with suitable workplace adjustments and 
support, employees with YOD might continue their work 
for an extended period. Employees’ capabilities and wishes 
should be used as a starting point, and the focus should be 
on what employees with YOD can still do rather than on 
what they can no longer do.
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They should just let you do it yourself, not take it over from you, or 
think on your behalf. Just let you do it, maybe you’re slower, but you 
can still do it. In addition, if you keep doing it, they will see that you 
can still handle everything. Often, they say: don’t do too much, be 
careful, don’t do this.’ It’s really patronizing to the extreme. – 
Employee (EwD501), female, focus group discussion

It’s not about what you can no longer do, as we all know that. It’s 
about focusing on what you can still do. – Employee (EwD002), 
female, individual interview

Both employees and relatives mentioned examples of work 
adjustments and support, including task reduction, reduced 
working hours, establishing clear boundaries and structure, 
receiving assistance from colleagues, and creating a low-stim-
ulus work environment. However, they noted that the feasibility 
of these adjustments depends highly on the type of work, as 
well as the level of responsibility and independence required.

Involvement of relatives.  Relatives expressed a need for 
greater involvement in the process of continued 
employment from their loved one, both during declines in 
work performance and after the YOD diagnosis. They 
believed that early involvement could have facilitated a 
more timely diagnosis by combining perspectives from 
both home and work environments. However, privacy 
regulations were considered a barrier, hindering them to 
openly communicate with employers or occupational 
physicians.

What I really missed is the involvement with the employer, that they 
didn’t engage in a conversation with him about: ‘gosh, how come 
you’ve functioned well for 23 years?’ He was also a project manager 
where he handled heavy projects; ‘how come you can’t keep up 
with this now?’ There’s a piece in there that I really miss. I would 
have liked to be included in that. – Relative (R802), female, focus 
group discussion

After the dementia diagnosis, relatives indicated a wish to 
be involved regularly to evaluate whether everything was still 
going well or if adjustments or support changes needed to be 
made at work. They also wished to be more involved in conver-
sations with the occupational physician about the possibilities 
regarding the continued employment of their loved one.

What I needed was a form of collaboration, where we could create 
a sort of sustainability together. A network where we could support 
each other, have a conversation about what we noticed and find 
ways to address it. – Relative (R108), female, individual interview

Support for relatives. Relatives indicated specific support 
needs to aid their loved ones in continue working, seeking 
greater flexibility and freedom in their own workplaces to 
take time off when necessary. Additionally, they felt that 
dementia case managers should be involved more timely 
and could play an important role. For instance, by 
informing the employer about dementia and how a 
person with dementia can be supported in the workplace. 
Furthermore, they sought additional support and 
understanding from various professionals in both the 
workplace and caregiving roles involved in their loved 
one’s employment process.

Not having to go through all sorts of obstacles. That’s one. The 
strongest obstacle you have now, of course, is the diagnosis. But 
being able to get help earlier, and I also think, this is quite broad, 
but support with arranging everything and all that is available. 

Assistance in everything – Relative (R808), female, focus group 
discussion

Phasing out work and future perspectives
Phasing out work.  Although most employees indicated a 
desire to work for as long as possible, it is inevitable that 
there comes a point in time when continuing to work is no 
longer feasible. Employees stated that when they were 
involved in the decision-making process of phasing out 
work, it became easier to accept that their working life 
phase was coming to an end. This involvement also helped 
them come to terms with the diagnosis and its future 
implications. Additionally, they noted that their involvement 
in the decision-making process about winding down or 
phasing out work also facilitated them to accept that work 
was no longer possible.

And that, in that way, also makes it easier for me to accept. You can 
now see it, like; ‘Yes, it really can’t work anymore, it’s truly not possi-
ble.’ How on earth can I help at the [care institution] if I can’t per-
form my tasks properly. – Employee (EwD701), female, focus group

Employees also indicated that they still felt a great respon-
sibility and often struggled to delegate their work to others. 
Involving them in this process and winding down at work step-
by-step gave them a more reassurance.

Well, sometimes it feels like I’m losing my job, like I’m training 
someone else to take over. – Employee (EwD005), male, individual 
interview

And at some point, it just doesn’t work anymore, and you have to 
come to terms with that. It took quite a while, about two or three 
months, because I went on sick leave in October, and I think it was 
in February when my occupational physician asked me if I was 
ready to leave the working life behind. I said: ‘Yes, now I am.’ Because 
I wasn’t ready before, partly due to the connection we [the 
employer and employee] had with each other. – Employee 
(EwD604), female, focus group discussion

Future perspectives. Employees as well as relatives indicated 
that it was important that the transition between work and 
postwork life was as smooth as possible. A proper farewell 
to their employer and colleagues contributed to this 
smooth transition.

I think the most important thing is that I can still have this destina-
tion and see these lovely people and have a nice closure. – 
Employee (EwD003), male, individual interview

Furthermore, employees mentioned that they viewed them-
selves too young to be idle all day. They still desired to have had 
some kind of structure in their life. Their ability to sustain a sense 
of purpose in life and perceive themselves as making meaning-
ful contributions to society was equally important.

It’s very challenging because you were always working, and it was 
responsible work since you were alone in those households. Now, 
being at home, it’s tough. You don’t have a routine… you really 
have to create a schedule for yourself, or else you feel completely 
disconnected from people. – Employee (EwD701), female, focus 
group discussion

Both employees and relatives also perceived the use of day 
care as too early after their working life had come to an end. 
Employees indicated that they could still do other things, for 
example, voluntary activities. However, suitable options for a 
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daily structure after work were very scarce and often did not 
match the needs of the employees.

I had the same feeling too… I saw those people, you know, and it 
sounds strange, but I just thought: I’m still way too capable for 
something like that [day care facility], you know? I shouldn’t do it 
because it will make me decline further instead of… – Employee 
(EwD004), male, individual interview

Discussion

In the present study, we investigated the experiences, work 
values, and support needs of (former) employees with YOD and 
their relatives living in the Netherlands. Among the six identified 
themes, the central theme of the desire to work emerged. This 
overarching theme highlights the strong desire of employees 
with YOD to actively participate in society through continued 
employment. The other themes—the importance of receiving a 
YOD diagnosis; knowledge, awareness, and understanding of YOD; 
open communication, joint decision-making, and collaboration; 
work adjustments, involvement, and support; and phasing out 
work and future perspectives—are centred around this overar-
ching theme and are conditional for sustaining continued 
employment after a YOD diagnosis and fulfilling employees’ 
desires to work. It is important to note that these themes are 
not isolated but intricately interconnected.

The theme of the importance of receiving a YOD diagnosis is 
one of the initial aspects that employees encounter. In the 
Netherlands, GPs are often the first health care professionals 
approached when individuals face difficulties in daily life. 
However, GPs may find it challenging to recognize early-stage 
YOD symptoms due to, for example, their limited exposure to 
such cases in their careers. This in turn might hamper a timely 
YOD diagnosis (Hendriks et al., 2022), due to, for example, the 
misattribution of symptoms (Draper et  al., 2016; O’Malley, 
Carter, et al., 2019), as mentioned in our study. A timely and 
accurate diagnosis stands as a critical starting point regarding 
receiving appropriate support if continued employment is 
desired (Ritchie et al., 2017).

Knowledge, awareness, and understanding of YOD were per-
ceived as lacking in this study among both work and health care 
professionals, including GPs. Additionally, this lack was evident 
within the social and work environments of the employees with 
YOD. Previous research has also emphasized this lack (Bruinsma 
et al., 2020; Ikeuchi et al., 2020; Rabanal et al., 2018). Moreover, 
the provision of appropriate support and utilization of services 
by individuals with YOD and their relatives fall behind because 
of this (Couzner et al., 2022). This might have a negative impact, 
such as imposing an excessive burden on caregivers (van Vliet 
et al., 2010). Our study further highlights that the same applies 
for continued employment, in terms of delayed workplace rec-
ognition and often a lack of adequate support measures for 
both employees and relatives.

The themes regarding open communication, joint deci-
sion-making, and collaboration and work adjustments, involve-
ment, and support are closely interconnected. Moreover, open 
communication about the diagnosis is important, as it increases 
understanding and lays the foundation for support within the 
work environment. In line with our findings, a recent Swedish 
study (Nygard et al., 2023) also highlighted the difficulty of rec-
ognizing dementia in the workplace and emphasizes the impor-
tance of openness about the diagnosis within the work 
environment. Fostering open communication and collaboration 

among employees with YOD and their relatives, the work envi-
ronment (i.e. employer and colleagues), and the health care and 
work professionals involved is of paramount importance for 
enacting necessary workplace adjustments and ensuring con-
sistent support throughout the entire diagnostic process 
(Omote et  al., 2023). Furthermore, our study highlights the 
necessity for relatives to have a more active role in this commu-
nication and collaboration. However, current privacy regula-
tions impede this involvement. Last, it is worth noting that 
dementia can manifest in various ways, resulting in different 
disease trajectories that may influence the feasibility of contin-
ued employment (Gerritsen et al., 2018).

This study also emphasizes that phasing out work and future 
perspectives, was important to the participants since not all 
employees with YOD wish to continue working. Instead, they 
prefer a seamless transition from work to postwork life, involv-
ing careful planning with professionals, such as dementia case 
managers, regarding future activities. Previous studies have 
shown that being active and being able to contribute to society 
is highly beneficial and might have positive effects on the dis-
ease course as well (Hewitt et al., 2013; Richardson et al., 2016). 
On the other hand, it is important to note that a certain level of 
disease insight is necessary to engage in open dialogue and 
make effective agreements regarding potential work adjust-
ments or phasing out work. However, limited disease insight, 
observed for forms such as frontotemporal dementia (FTD), 
might hinder this engagement (Kurz et al., 2014). In addition, 
not all professions are suited for work adjustments to the extent 
that continued employment remains feasible, e.g. professions 
with high levels of autonomy and responsibility.

As demonstrated by our study, the necessity for tailored 
workplace support or the exploration of alternative options 
outside paid work that offer structure, safety, dignity, a sense 
of purpose, and societal contribution for individuals with YOD 
is emphasized. This study therefore highlights the need for 
enhanced alignment and support for employees with YOD and 
their work environment. Nonetheless, concrete support mea-
sures or interventions within the workplace context for YOD are 
still scarce, representing a significant gap in the field.

Implications for practice and future research

Findings from this study not only hold significance for the work 
environments of individuals with YOD but they resonate also at 
a broader policy and societal level. The results have the potential 
to catalyse positive changes, influencing workplaces, policies, 
and societal perspectives regarding YOD. Additionally, while the 
setting for (continued) employment may vary across countries 
due to differences in laws, regulations, and the organization of 
employment, the outcomes of this study hold relevance beyond 
the Dutch context. This is because aspects of this study results 
such as knowledge, awareness, communication and collabora-
tion, participation in society, and preservation of identity are 
not constrained by context. They are fundamental values intrin-
sic to individuals with YOD. Therefore, these findings can be 
applied across different contexts and are not limited to the 
specifics of the Dutch context.

Furthermore, this study stresses that the desire to work and 
to continue employment is not a societal aspect to be over-
looked but rather a fundamental aspect that demands acknowl-
edgement and proactive support. In education and awareness 
efforts, it is essential to devise strategies to provide this support 
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in addition to addressing the needs and capabilities of employ-
ees with YOD. To achieve this, launching a public awareness 
campaign focused on this theme could be essential, aligning 
well with the goal of creating a dementia-friendly society by 
raising awareness and providing education about YOD and sub-
sequently reducing stigma (Hung et al., 2021). Also, early family 
involvement aids in timely diagnosis, while open communica-
tion and collaboration among stakeholders, including relatives, 
employers, occupational physicians, and health care profession-
als, are essential for continued employment. Furthermore, when 
the workplace process operates more smoothly, individuals are 
able to continue their employment in alignment with their pref-
erences and capabilities. This, in turn, facilitates a smoother 
transition when phasing out work. This will benefit not only 
employee well-being but also the surrounding environment. 
Furthermore, it is imperative for the government to play a facil-
itating role in this whole process, as it oversees rules and regu-
lations that, in some areas, create barriers in taking necessary 
steps for employees with YOD.

To ensure timely diagnosis and support in the work context, 
enhancing knowledge and awareness among health care pro-
fessionals, employers, and society as a whole is important. This 
can be, for example, established through the WorkDEM project, 
which aims to develop practical tools to guide and support 
continued employment for all stakeholders involved in the 
Netherlands. However, elements of this Dutch project, could 
also be transferable over the long term to different countries 
with the necessary context-specific adjustments. In addition to 
employees with YOD and relatives, future research should 
include the perspectives of other important target groups, such 
as employers, occupational physicians, and other relevant 
health care professionals, to tailor practical tools and guidance 
to facilitate and support continued employment in the context 
of YOD. Ultimately, this holistic approach could have a positive 
impact on living and working well for individuals with YOD, in 
alignment with the modern concept of inclusion in the work-
force beyond paid employment, that acknowledges that indi-
viduals with disabilities such as YOD, should have opportunities 
to contribute to the workforce in various capacities. This con-
cept aligns with disability acts and rights frameworks across 
various countries that recognize that employment is not only 
about income but also about fostering dignity, self-worth, and 
inclusion in society (Fryers, 2006).

Strengths and limitations

One of the main strengths concerns the inclusion of both 
employees with YOD and their relatives, as this offers two essen-
tial and interlinked perspectives on continued employment. 
Second, this study included individuals with various common 
forms of YOD, which differ significantly in their presentation, as 
well as with different employment backgrounds. Additionally, 
the topic of this research has not been investigated before in 
the Netherlands. We aim to address the need for research on 
this topic through this study.

A further strength concerns the use of method and data 
source triangulation, combining interviews, focus group discus-
sions, various data sources such as audio and video recordings 
and field notes, and context mapping. This approach enhanced 
the study’s credibility and provided a more in-depth under-
standing of the topic and ensured investigator triangulation 
(Carter et al., 2014; Creswell, 2013).

A potential limitation regards the requirement for partici-
pants to reflect on their work lives and sufficiently express them-
selves verbally. This could have led to selection bias (Smith & 
Noble, 2014). Although this study included individuals with 
various subtypes of dementia and different employment back-
grounds, future studies should also include individuals with 
diverse cultural backgrounds and ethnicities to explore poten-
tial variations in dementia perceptions and coping mechanisms 
concerning topics such as continued employment and YOD.

Conclusion

To meet the desire of individuals with YOD to work and to pro-
vide tailored support in continued employment, it is fundamen-
tal to increase awareness, knowledge, and collaboration among 
work and health care professionals, the work environment, 
relatives, and employees. Findings from this study will be used 
as a starting point for the development of practical tools and 
guidance for adjustments within the work context for YOD 
(WorkDEM). Focusing on the wishes and needs of employees 
with YOD is paramount and should form the basis for decisions 
regarding continued employment and future perspectives. 
Despite the fact that this study was conducted in The 
Netherlands the results remain relevant and applicable to other 
countries and work environments. This universality comes from 
the fact that the results are rooted in fundamental, universal 
values shared by people globally. To conclude, there is no one-
size-fits-all solution for continued employment, emphasizing 
the importance of tailored support for employees with YOD 
within their unique capabilities and circumstances. 
Acknowledging and addressing these diverse needs in an inter-
national context, can foster inclusivity, dignity, and empower-
ment for individuals with YOD in the global workforce.

Acknowledgements

We want to thank all project partners for their input and all the partic-
ipants who have participated in the interviews and in the focus group 
discussions.

Disclosure statement

The authors declare that they have no known competing interests.

Funding

The project: WorkDEM was funded by the Dutch national organisation 
for Health research and Development (ZonMw).

ORCID

Marjolein de Vugt  http://orcid.org/0000-0002-2113-4134

References

Andrew, C., Phillipson, L., & Sheridan, L. (2018). What is the impact of demen-
tia on occupational competence, occupational participation and occupa-
tional identity for people 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

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. 
Qualitative Research in Psychology, 3(2), 77–101. https://doi.org/10.1191
/1478088706qp063oa

https://doi.org/10.1111/1440-1630.12535
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1191/1478088706qp063oa


AGING & MENTAL HEALTH 9

Bruinsma, J., Peetoom, K., Bakker, C., Boots, L. M. M., Verhey, F. R., & De Vugt, 
M. E. (2020). ‘They simply do not understand’: A focus group study ex-
ploring the lived experiences of family caregivers of people with fron-
totemporal dementia. Aging & Mental Health, 26(2), 277–285. https://
doi.org/10.1080/13607863.2020.1857697

Carter, N., Bryant-Lukosius, D., DiCenso, A., Blythe, J., & Neville, A. J. (2014). 
The use of triangulation in qualitative research. Oncology Nursing 
Forum, 41(5), 545–547. https://doi.org/10.1188/14.ONF.545-547

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

Couzner, L., Day, S., Draper, B., Withall, A., Laver, K., Eccleston, C., Elliott, K., 
McInerney, F., & Cations, M. (2022). What do health professionals need 
to know about young onset dementia? An international Delphi consen-
sus study. BMC Health Services Research, 22(1), 14. https://doi.
org/10.1186/s12913-021-07411-2

Creswell, J. W. (2013). Qualitative inquiry & research design: Choosing 
among five approaches. ResearchGate. https://www.researchgate.net/
publication/232577017_Qualitative_Inquiry_Research_Design_
Choosing_Among_Five_Approaches

Draper, B., Cations, M., White, F. A., Trollor, J. N., Loy, C. T., Brodaty, H., 
Sachdev, P. S., Gonski, P., Demirkol, A., Cumming, R. G., & Withall, A. 
(2016). Time to diagnosis in young-onset dementia and its determi-
nants: The INSPIRED study. International Journal of Geriatric Psychiatry, 
31(11), 1217–1224. https://doi.org/10.1002/gps.4430

Draper, B., & Withall, A. (2016). Young onset dementia. Internal Medicine 
Journal, 46(7), 779–786. https://doi.org/10.1111/imj.13099

Elo, S., & Kyngäs, H. (2008). The qualitative content analysis process. Journal 
of Advanced Nursing, 62(1), 107–115. https://doi.org/10.1111/j.1365- 
2648.2007.04569.x

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

Fryers, T. (2006). Work, identity and health. Clinical Practice and 
Epidemiology in Mental Health, 2(1), 12. https://doi.org/10.1186/1745-
0179-2-12

Galletta, A. (2013). Qualitative studies in psychology 18 - Mastering the 
semi-structured interview and beyond: From research design to analysis 
and publication. Amsterdam University Press.

Gerritsen, A. A. J., Bakker, C., Verhey, F. R., Bor, H., Pijnenburg, Y. A., De Vugt, 
M. E., & Koopmans, R. T. (2018). The progression of dementia and cogni-
tive decline in a Dutch 2-year cohort study of people with young-onset 
dementia. Journal of Alzheimer’s Disease: JAD, 63(1), 343–351. https://
doi.org/10.3233/jad-170859

Giebel, C. (2021). Young-onset dementia and its difficulties in diagnosis 
and care. International Psychogeriatrics, 34(4), 315–317. https://doi.
org/10.1017/s1041610220003452

Harris, P. B., & Keady, J. (2009). Selfhood in younger onset dementia: 
Transitions and testimonies. Aging & Mental Health, 13(3), 437–444. 
https://doi.org/10.1080/13607860802534609

Hendriks, S., Peetoom, K., Bakker, C., van der Flier, W. M., Papma, J. M., 
Koopmans, R., Verhey, F. R. J., de Vugt, M., Köhler, S., Withall, A., Parlevliet, 
J. L., Uysal-Bozkir, Ö., Gibson, R. C., Neita, S. M., Nielsen, T. R., Salem, L. C., 
Nyberg, J., Lopes, M. A., Dominguez, J. C., … Ruano, L, Young-Onset 
Dementia Epidemiology Study Group. (2021). Global prevalence of 
young-onset dementia. JAMA Neurology, 78(9), 1080–1090. https://doi.
org/10.1001/jamaneurol.2021.2161

Hendriks, S., Peetoom, K., Tange, H., Van Bokhoven, M. A., Van Der Flier, W. M., 
Bakker, C., Papma, J. M., Koopmans, R. T., Verhey, F. R., Köhler, S., & De 
Vugt, M. E. (2022). Pre-diagnostic symptoms of young-onset dementia in 
the general practice up to five years before diagnosis. Journal of 
Alzheimer’s Disease, 88(1), 229–239. https://doi.org/10.3233/JAD-220215

Hewitt, P., Watts, C., Hussey, J., Power, K., & Williams, T. (2013). Does a struc-
tured gardening programme improve well-being in young-onset de-
mentia? A preliminary study. British Journal of Occupational Therapy, 
76(8), 355–361. https://doi.org/10.4276/030802213X13757040168270

Hung, L., Hudson, A., Gregorio, M., Jackson, L., Mann, J., Horne, N., Berndt, 
A., Wallsworth, C., Wong, L., & Phinney, A.  (2021).  Creating demen-
tia-friendly communities for social inclusion: A scoping review. 
Gerontology & Geriatric Medicine, 7, 23337214211013596. https://doi.
org/10.1177/23337214211013596

Ikeuchi, S., Omote, S., Tanaka, K., Okamoto, R., Morikawa, Y., & Iritani, O. 
(2020). Work‐related experiences of people living with young‐onset de-
mentia in Japan. Health & Social Care in the Community, 30(2), 548–557. 
https://doi.org/10.1111/hsc.13157

Koedam, E. L., Lauffer, V., van der Vlies, A. E., van der Flier, W. M., Scheltens, 
P., & Pijnenburg, Y. A. (2010). Early-versus late-onset Alzheimer’s disease: 
More than age alone. Journal of Alzheimer’s Disease: JAD, 19(4), 1401–
1408. https://doi.org/10.3233/jad-2010-1337

Kurz, A., Kurz, C., Ellis, K. A., & Lautenschlager, N. T. (2014). What is fronto-
temporal dementia? Maturitas, 79(2), 216–219. https://doi.org/10. 
1016/j.maturitas.2014.07.001

Litosseliti, L. (2003). Using focus groups in research. A&C Black.
Loi, S. M., Goh, A. M., Mocellin, R., Malpas, C. B., Parker, S., Eratne, D., Farrand, 

S., Kelso, W., Evans, A., Walterfang, M., & Velakoulis, D. (2020). Time to 
diagnosis in younger-onset dementia and the impact of a specialist di-
agnostic service. International Psychogeriatrics, 34(4), 367–375. https://
doi.org/10.1017/s1041610220001489

Mendez, M. F. (2006). The accurate diagnosis of early-onset dementia. 
International Journal of Psychiatry in Medicine, 36(4), 401–412. https://
doi.org/10.2190/q6j4-r143-p630-kw41

Newcomer, K. E., Hatry, H. P., & Wholey, J. S. (2015). Handbook of practical 
program evaluation. John Wiley & Sons, Inc. https://doi.org/10.1002/ 
9781119171386

Norris, N. (1997). Error, bias and validity in qualitative research. Educational 
Action Research, 5(1), 172–176. https://doi.org/10.1080/096507 
99700200020

Nygard, L., Nedlund, A.-C., Mäki Petäjä Leinonen, A., Astell, A., Boger, J., 
Issakainen, M., Engvall, A.-L., Heuchemer, B., Rosenberg, L., & Ryd, C. 
(2023). What happens when people develop dementia whilst working? 
An exploratory multiple case study. International Journal of Qualitative 
Studies on Health and Well-Being, 18(1), 2176278. https://doi.org/10.108
0/17482631.2023.2176278

Öhman, A., Nygård, 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., Carter, J., Stamou, V., LaFontaine, J., Oyebode, J., & Parkes, J. 
(2019). Receiving a diagnosis of young onset dementia: A scoping re-
view of lived experiences. Aging & Mental Health, 25(1), 1–12. https://
doi.org/10.1080/13607863.2019.1673699

O’Malley, M., Parkes, J., Stamou, V., LaFontaine, J., Oyebode, J., & Carter, J. 
(2019). Young-onset dementia: Scoping review of key pointers to diag-
nostic accuracy. BJPsych Open, 5(3), e48. https://doi.org/10.1192/
bjo.2019.36

Omote, S., Ikeuchi, S., Okamoto, R., Takahashi, Y., & Koyama, Y. (2023). 
Experience with support at workplaces for people with young onset 
dementia: A qualitative evaluation of being open about dementia. 
International Journal of Environmental Research and Public Health, 
20(13), 6235. https://doi.org/10.3390/ijerph20136235

Palinkas, L. A., Horwitz, S. M., Green, C. A., Wisdom, J. P., Duan, N., & 
Hoagwood, K. (2013). Purposeful sampling for qualitative data collec-
tion and analysis in mixed method implementation research. 
Administration and Policy in Mental Health, 42(5), 533–544. https://doi.
org/10.1007/s10488-013-0528-y

Parker, A., & Tritter, J. (2006). Focus group method and methodology: 
Current practice and recent debate. International Journal of Research & 
Method in Education, 29(1), 23–37. https://doi.org/10.1080/014067205 
00537304

Phinney, A., Chaudhury, H., & O’Connor, D. L. (2007). Doing as much as I can 
do: The meaning of activity for people with dementia. Aging & Mental 
Health, 11(4), 384–393. https://doi.org/10.1080/13607860601086470

Pipon-Young, F. E., Lee, K. M., Jones, F., & Guss, R. (2011). I’m not all gone, I 
can still speak: The experiences of younger people with dementia. An 
action research study. Dementia, 11(5), 597–616. https://doi.
org/10.1177/1471301211421087

Raats, I. (2019). Handleiding Focusgroepen : Een praktische handleiding voor de 
organisatie, begeleiding en analyse van focusgroepen. Participatiekompas. 
Retrieved March 29, 2023, from https://participatiekompas.nl/media/
pdf/handleiding_focusgroepen_2019_april_-tg.pdf

Rabanal, L. I., Chatwin, J., Walker, A., O’Sullivan, M., & Williamson, T. (2018). 
Understanding the needs and experiences of people with young onset 

https://doi.org/10.1080/13607863.2020.1857697
https://doi.org/10.1080/13607863.2020.1857697
https://doi.org/10.1188/14.ONF.545-547
https://doi.org/10.1177/1471301213519252
https://doi.org/10.1186/s12913-021-07411-2
https://doi.org/10.1186/s12913-021-07411-2
https://www.researchgate.net/publication/232577017_Qualitative_Inquiry_Research_Design_Choosing_Among_Five_Approaches
https://www.researchgate.net/publication/232577017_Qualitative_Inquiry_Research_Design_Choosing_Among_Five_Approaches
https://www.researchgate.net/publication/232577017_Qualitative_Inquiry_Research_Design_Choosing_Among_Five_Approaches
https://doi.org/10.1002/gps.4430
https://doi.org/10.1111/imj.13099
https://doi.org/10.1111/j.1365-
https://doi.org/10.1111/j.1365-
https://doi.org/10.1177/1471301216668661
https://doi.org/10.1186/1745-0179-2-12
https://doi.org/10.1186/1745-0179-2-12
https://doi.org/10.3233/jad-170859
https://doi.org/10.3233/jad-170859
https://doi.org/10.1017/s1041610220003452
https://doi.org/10.1017/s1041610220003452
https://doi.org/10.1080/13607860802534609
https://doi.org/10.1001/jamaneurol.2021.2161
https://doi.org/10.1001/jamaneurol.2021.2161
https://doi.org/10.3233/JAD-220215
https://doi.org/10.4276/030802213X13757040168270
https://doi.org/10.1177/23337214211013596
https://doi.org/10.1177/23337214211013596
https://doi.org/10.1111/hsc.13157
https://doi.org/10.3233/jad-2010-1337
https://doi.org/10.
https://doi.org/10.
https://doi.org/10.1017/s1041610220001489
https://doi.org/10.1017/s1041610220001489
https://doi.org/10.2190/q6j4-r143-p630-kw41
https://doi.org/10.2190/q6j4-r143-p630-kw41
https://doi.org/10.1002/
https://doi.org/10.1002/
https://doi.org/10.1080/096507
https://doi.org/10.1080/096507
https://doi.org/10.1080/17482631.2023.2176278
https://doi.org/10.1080/17482631.2023.2176278
https://doi.org/10.1046/j.1471-6712.
https://doi.org/10.1046/j.1471-6712.
https://doi.org/10.1080/13607863.2019.1673699
https://doi.org/10.1080/13607863.2019.1673699
https://doi.org/10.1192/bjo.2019.36
https://doi.org/10.1192/bjo.2019.36
https://doi.org/10.3390/ijerph20136235
https://doi.org/10.1007/s10488-013-0528-y
https://doi.org/10.1007/s10488-013-0528-y
https://doi.org/10.1080/014067205
https://doi.org/10.1080/014067205
https://doi.org/10.1080/13607860601086470
https://doi.org/10.1177/1471301211421087
https://doi.org/10.1177/1471301211421087
https://participatiekompas.nl/media/pdf/handleiding_focusgroepen_2019_april_-tg.pdf
https://participatiekompas.nl/media/pdf/handleiding_focusgroepen_2019_april_-tg.pdf


10 B. SMEETS ET AL.

dementia: A qualitative study. BMJ Open, 8(10), e021166. https://doi.
org/10.1136/bmjopen-2017-021166

Richardson, A., Pedley, G., Pelone, F., Akhtar, F., Chang, J., Muleya, W., & 
Greenwood, N. (2016). Psychosocial interventions for people with 
young onset dementia and their carers: A systematic review. 
International Psychogeriatrics, 28(9), 1441–1454. https://doi.org/10. 
1017/s1041610216000132

Ritchie, L., Tolson, D., & Danson, M. (2017). Dementia in the workplace case 
study research: Understanding the experiences of individuals, col-
leagues and managers. Ageing and Society, 38(10), 2146–2175. https://
doi.org/10.1017/S0144686X17000563

Ritchie, L., Egdell, V., Danson, M. J., Cook, M. L. H., Stavert, J., & Tolson, D. (2020). 
Dementia, work and employability: Using the capability approach to under-
stand the employability potential for people living with dementia. Work, 
Employment & Society: A Journal of the British Sociological Association, 36(4), 
591–609. https://doi.org/10.1177/0950017020961929

Roach, P., & Drummond, N. (2014). ‘It’s nice to have something to do’: Early-
onset dementia and maintaining purposeful activity. Journal of 
Psychiatric and Mental Health Nursing, 21(10), 889–895. https://doi.
org/10.1111/jpm.12154

Robertson, J., & Evans, D. (2015). Evaluation of a workplace engagement 
project for people with younger onset dementia. Journal of Clinical 
Nursing, 24(15-16), 2331–2339. https://doi.org/10.1111/jocn.12852

Sakata, N., & Okumura, Y. (2017). Job loss after diagnosis of early-onset de-
mentia: A matched cohort study. Journal of Alzheimer’s Disease: JAD, 
60(4), 1231–1235. https://doi.org/10.3233/jad-170478

Silvaggi, F., Leonardi, M., Tiraboschi, 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

Smith, J., & Noble, H. (2014). Bias in research. Evidence-Based Nursing, 17(4), 
100–101. https://doi.org/10.1136/eb-2014-101946

Thomas, D. R. (2016). Feedback from research participants: Are member 
checks useful in qualitative research? Qualitative Research in Psychology, 
14(1), 23–41. https://doi.org/10.1080/14780887.2016.1219435

Tong, A., Sainsbury, P., & Craig, J. (2007). Consolidated criteria for reporting 
qualitative research (COREQ): A 32-item checklist for interviews and fo-
cus groups. International Journal for Quality in Health Care: Journal of the 
International Society for Quality in Health Care, 19(6), 349–357. https://
doi.org/10.1093/intqhc/mzm042

van de Veen, D., Bakker, C., Peetoom, K., Pijnenburg, Y., Papma, J. M., de 
Vugt, M., & Koopmans, R, PRECODE Study Group. (2021). An integrative 
literature review on the nomenclature and definition of dementia at a 
young age. Journal of Alzheimer’s Disease: JAD, 83(4), 1891–1916. 
https://doi.org/10.3233/jad-210458

Van Vliet, D., De Vugt, M. E., Bakker, C., Koopmans, R. T., Pijnenburg, Y. A., 
Vernooij‐Dassen, M., & Verhey, F. R. (2011). Caregivers’ perspectives on 
the pre-diagnostic period in early onset dementia: A long and winding 
road. International Psychogeriatrics, 23(9), 1393–1404. https://doi.
org/10.1017/s1041610211001013

van Vliet, D., de Vugt, M. E., Bakker, C., Koopmans, R. T. C. M., & Verhey, F. R. 
J. (2010). Impact of early onset dementia on caregivers: a review. 
International Journal of Geriatric Psychiatry, 25(11), 1091–1100. https://
doi.org/10.1002/gps.2439

van Vliet, D., De Vugt, M., Bakker, C., Pijnenburg, Y. A., Vernooij-Dassen, 
M., Koopmans, R. T., & Verhey, F. R. (2013). Time to diagnosis in 
young-onset dementia as compared with late-onset dementia. 
Psychological Medicine, 43(2), 423–432. https://doi.org/10.1017/
s0033291712001122

Visser, F. S., Stappers, P. J., Van Der Lugt, R., & Sanders, E. A. (2005). 
Contextmapping: Experiences from practice. CoDesign, 1(2), 119–149. 
https://doi.org/10.1080/15710880500135987

Werner, P., Stein-Shvachman, I., & Korczyn, A. D. (2009). Early onset demen-
tia: Clinical and social aspects. International Psychogeriatrics, 21(4), 631–
636. https://doi.org/10.1017/s1041610209009223

https://doi.org/10.1136/bmjopen-2017-021166
https://doi.org/10.1136/bmjopen-2017-021166
https://doi.org/10.
https://doi.org/10.
https://doi.org/10.1017/S0144686X17000563
https://doi.org/10.1017/S0144686X17000563
https://doi.org/10.1177/0950017020961929
https://doi.org/10.1111/jpm.12154
https://doi.org/10.1111/jpm.12154
https://doi.org/10.1111/jocn.12852
https://doi.org/10.3233/jad-170478
https://doi.org/10.3390/ijerph17030842
https://doi.org/10.3390/ijerph17030842
https://doi.org/10.1136/eb-2014-101946
https://doi.org/10.1080/14780887.2016.1219435
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.1093/intqhc/mzm042
https://doi.org/10.3233/jad-210458
https://doi.org/10.1017/s1041610211001013
https://doi.org/10.1017/s1041610211001013
https://doi.org/10.1002/gps.2439
https://doi.org/10.1002/gps.2439
https://doi.org/10.1017/s0033291712001122
https://doi.org/10.1017/s0033291712001122
https://doi.org/10.1080/15710880500135987
https://doi.org/10.1017/s1041610209009223

	Too young to sit at home: a qualitative study conducted among employees with young-onset dementia and their relatives
	ABSTRACT
	Introduction
	Methods
	Participants and recruitment procedure
	Data collection and procedures
	Data analysis and trustworthiness
	Ethical considerations

	Results
	Participant characteristics
	Themes regarding continued employment after YOD diagnosis from the perspective of employees and relatives
	Desire to work
	The importance of receiving a YOD diagnosis
	Knowledge, awareness, and understanding of YOD
	Open communication, joint decision-making, and collaboration
	Work adjustments, involvement, and support
	Phasing out work and future perspectives


	Discussion
	Implications for practice and future research
	Strengths and limitations

	Conclusion
	Acknowledgements
	Disclosure statement
	Funding
	ORCID
	References



