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Abstract
The importance of remaining in, or re-entering, the labour market is emphasised by governments 
internationally. While this may bring benefits, progressive disabilities such as dementia affect an 
individual’s employability. Although employers have legal obligations to support employees with 
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disabilities, research suggests that employers are not providing this support to employees living 
with dementia and are undermining their capabilities. Drawing on interview data from 38 key 
informants collected over two studies, we explore the potential for supporting and promoting 
the employability of people living with dementia. A model of sustainable employability based on 
the Capability Approach is used as a lens to explore this issue. The findings demonstrate the 
implications of progressive disabilities for employability when the worker and their family are 
faced with dealing with a disability in a period of uncertainty with a lack of public and workplace 
understanding.
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Introduction

Dementia is an umbrella term for illness caused by diseases such as Alzheimer’s disease, 
vascular dementia and Lewy body dementia, which are neuroprogressive and terminal. 
Symptoms include disturbance of functions such as memory, orientation, decision mak-
ing, learning capacity and communication (World Health Organization, 2012). While the 
prevalence of dementia increases with age, in the UK an estimated 5% of people living 
with dementia are under the age of 65, out of an adult population living with dementia of 
850,000 (Alzheimer’s Society, 2020). Furthermore, with the focus on extending working 
lives (Danson, 2007) and improved diagnosis and recognition of early-onset dementias 
(Robertson et al., 2015), it is likely that the proportion of employees living with dementia 
will increase. However, there is a paucity of research on the employability of those living 
with dementia.

The UK government emphasises the importance of remaining in, or re-entering, the 
labour market (Baumberg, 2014). Legislation and human rights standards require that 
disabled people are supported in the workplace through reasonable adjustments/accom-
modations (Egdell et al., 2018). While there are strong imperatives for individuals to 
remain in work (Greenwood and Smith, 2016; Öhman et al., 2001; Ritchie et al., 2018), 
evidence suggests that people living with dementia are not supported to do so, with nega-
tive effects for their financial, social and psychological well-being (Chaplin and Davidson, 
2016; Evans, 2019; Ritchie et al., 2018; Williams et al., 2018). Evidence suggests that 
there are employment inequalities for people living with dementia. As a result, there is an 
urgent need to develop evidence-informed guidance and practical employability supports 
(Thomson et al., 2019) to promote understanding of the workplace issues facing employ-
ees living with dementia for employers, families, health and social care professionals and 
support service providers. A theoretically informed understanding of the factors which 
influence the employability of persons living with dementia is needed. In this article, we 
develop theoretical insights in tandem with an applied understanding of dementia in rela-
tion to employability. Recognising dementia as a disability (Gove et al., 2017), and using 
the sustainable employability model (Van der Kink et al., 2016), we re-examine interview 
data from two recent UK studies. This rigorous approach deepens understanding of the 
factors shaping the employability of people living with dementia, which is a prerequisite 
to the development of evidence-informed employment support.
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The employment experiences of persons living  
with dementia

Although research on dementia and employment is sparse, the small body of evi-
dence suggests that people living with dementia can and do continue working post-
diagnosis. However, support can be complex to manage and may require multi-agency 
input (Ritchie et al., 2018), and employment type, organisational size and ethos 
influence opportunities to continue employment (Egdell et al., 2019). Several studies 
report that people do not continue working after diagnosis, despite individuals feel-
ing that they retain skills and experience to contribute to the workplace (Chaplin and 
Davidson, 2016; Evans, 2019; Ritchie et al., 2018; Williams et al., 2018). This is at 
odds with efforts by the dementia-friendly movement to create supportive and inclu-
sive environments to promote dignity, empowerment and autonomy (Hebert and 
Scales, 2019).

Labelling of people living with dementia as ‘poor workers’ is a common theme across 
the literature (Evans, 2019). Williams et al. (2018) highlight the stigma and discrimina-
tion faced in becoming ‘a person living with dementia’ in the workplace, as an individual 
goes from being a competent, well-respected colleague to being viewed as incompetent 
and lacking autonomy. It is not unusual for people with early symptoms to be made 
redundant or dismissed for incompetence (Bentham and La Fontaine, 2007). ‘Social 
invisibility’ in the workplace, excluding employees from meetings and covert observa-
tion of performance perpetuate the ‘poor worker’ label, which undermines employees’ 
well-being and confidence and leads them to question their worth and future employ-
ment (Chaplin and Davidson, 2016; Williams et al., 2018).

Framing dementia as a disability results in a focus on supporting people living with 
dementia to be effective citizens (Bartlett, 2014). In an employment context, linking 
dementia and disability due to the substantial and long-term adverse effects on the indi-
vidual’s ability to carry out normal day-to-day activities enacts the UK’s equality legisla-
tion (HM Government, 2010). However, research shows that employers may not 
recognise this (Egdell et al., 2019). Additionally, in the UK there is no legal case history 
to demonstrate the application of these laws to protect employees living with dementia 
(Egdell et al., 2018). Employers often initiate decisions to leave work; failing to make 
and/or consider reasonable adjustments (Chaplin and Davidson, 2016; Evans, 2019; 
Thomson et al., 2019; Williams et al., 2018).

Sustainable employability from a Capability Approach

Employability is a multi-dimensional and complex concept related to the ability of 
employed and unemployed individuals to move into or within employment (McQuaid 
and Lindsay, 2005). In this article, we apply Van der Klink et al.’s (2016) model of sus-
tainable employability, based on Sen’s Capability Approach (CA), to understand the 
employability of people living with dementia. While the sustainable employability model 
is applied to understand the experiences of disabled workers (e.g. those with multiple 
sclerosis (Van Gorp et al., 2018)), we are unaware of any application to understand the 
employability of people living with dementia to date.
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While the CA originates in welfare economics, it is increasingly applied to complex 
and insecure labour market transitions in sociological research (Beck, 2018; Egdell and 
Beck, 2020). The CA focuses ‘directly on freedom as such rather than on the means to 
achieve freedom, and it identifies the real alternatives we have’ (Sen, 2003: 49). While 
‘achievement is concerned with what we manage to accomplish’, freedom is concerned 
‘with the real opportunity that we have to accomplish what we value’ (Sen, 2003: 31). 
Thus, the CA moves beyond resourcist approaches that prioritise ‘means’ of freedom (i.e. 
Rawls’ (1999) principle of justice) to pay attention to ‘extents’ of freedom (Sen, 2003, 
2009). Interpersonal variations in the transformation of primary goods into capabilities 
are acknowledged. It considers the means available to individuals, as well as what indi-
viduals do and are (their functionings), and all that an individual can do or be (the indi-
vidual’s capability-set), accounting for wider structural characteristics (‘conversion 
factors’) that may affect the transformation of resources into capabilities. As such, while 
individuals may have the same primary goods, they may have different capability-sets 
(Sen, 2003, 2009).

The CA is critiqued for not addressing injustice inherent in capitalism (Dean, 2009) 
– links can be made here to arguments that the exclusion of disabled people is rooted in 
capitalism (Oliver and Barnes, 2012). Nevertheless, the CA offers a distinctive approach, 
with the focus on capability-sets setting it apart in framings of welfare and well-being 
(Egdell and Beck, 2020) and some (e.g. Carpenter, 2009) argue that a radical CA could 
be developed through connections with fuller political economic/social analysis. Framing 
employability from a CA draws attention to employment possibilities, social environ-
ments, employers and individuals (Leßmann and Bonvin, 2011), allowing us to develop 
a contextualised understanding of the labour market experiences of people living with 
dementia. It also draws attention to what is involved in securing rights (Nussbaum, 
1997). It recognises that, while legislative standards in principle require that people liv-
ing with dementia are afforded employment rights, it does not remove the possibility that 
their employability is constrained by a range of complex and intersecting factors (Ritchie 
et al., 2018). While some argue that the CA overemphasises rational cognitive action and 
does not substantively discuss processes through which decisions are made (Dean, 2009; 
Gasper, 1997; Zimmerman, 2006), Sen (2009) does suggest public deliberation in the 
development of capabilities ‘lists’. Equally, while the impact of deprivation on choice 
reasoning processes is not well developed in the CA, it does highlight that individuals 
who are persistent victims of discrimination may be constrained in their choices because 
of internalised conceptions of their own unequal self-worth (Egdell and Beck, 2020; 
Nussbaum, 1997). Thus, it provides a lens to understand the complex relationship 
between economic activity, employability and disability at the individual and labour 
market level (Anyadike-Danes, 2010; McQuaid and Lindsay, 2005).

Van der Klink et al.’s (2016) model of sustainable employability based on the CA 
acknowledges the complexity of what constitutes functioning in work (Fleuren et al., 
2016). It requires that:

Throughout their working lives, workers can achieve tangible opportunities in the form of a set 
of capabilities. They also enjoy the necessary conditions that allow them to make a valuable 
contribution through their work, now and in the future, while safeguarding their health and 
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welfare. This requires, on the one hand, a work context that facilitates this for them and on the 
other, the attitude and motivation to exploit these opportunities. (Van der Klink et al., 2016: 74)

The model posits that work should be a valuable part of the life-course (Abma et al., 
2016). Employability should be adaptable and intrinsically linked to the individual’s 
capabilities and the work environment (i.e. they are able and enabled). It reflects the 
process where workers convert resources into opportunities to achieve goals that they 
value (e.g. the opportunity to develop knowledge and skills); as well as the personal 
inputs (i.e. personal capacity) and work inputs (i.e. work characteristics). The role of 
personal and contextual conversion factors (e.g. individual motivation and organisa-
tional policy) which enable or constrain potential opportunities are accounted for (Van 
der Klink et al., 2016: 74–75). Van der Klink et al. (2016: 74) highlight that the ‘crux of 
the capability concept lies in the combination of various meanings of “can”’. This prem-
ise provides our analytical framework: (1) being able to work (i.e. personal and work 
resources); (2) having the opportunity to work (i.e. material resources); and (3) being 
facilitated and allowed to work (i.e. physical and social environment).

Methods

In this article, we present a secondary analysis of interview data with key informants 
collected over two studies (Table 1). Both datasets were previously analysed as key com-
ponents of the original research studies to understand the employment context of people 
living with dementia. For this article, secondary qualitative analysis was undertaken, 
bringing together the key informant datasets. Secondary analysis entails using pre-exist-
ing qualitative data to address new and/or further research questions or to apply theoreti-
cal frameworks not used in the original study (Heaton, 2008; Notz, 2005; Sherif, 2018).

Both studies explored dementia in the workplace: Study 1 (S1) focused on the experi-
ences of employees living with dementia; while Study 2 (S2) explored employers’ per-
ceptions. In the initial phase of both studies, key informants believed to have some 
experience or relevant expertise (Marshall, 1996) were interviewed to understand the 
employment context for people living with dementia and the support available to them 
and their employers. These interviews were not intended to offer the voice, views and 
opinions of people living with dementia, but drew on the key informants’ work-related 
experiences of working with people living with dementia. Therefore, in this article, we 
do not focus on direct employment experiences. Rather, the opinions, knowledge and 
understanding of key informants who support the employability of those living with 
dementia are focused upon, providing tentative insights into the issues facing people liv-
ing with dementia in the workplace.

Study 1

In S1, semi-structured interviews were conducted with 19 key informants working in 
different parts of the UK (Table 2). Purposive sampling was used, with potential partici-
pants identified by the research team and the project advisory group based on previous 
contacts and organisations with relevant expertise. The interviews explored the current 
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environment for those living with dementia in terms of employment policy and practice; 
and the role of voluntary organisations, statutory agencies, employers’ organisations, and 
trade unions. Interviews were conducted face-to-face and audio-recorded and transcribed 
with the participants’ permission. Ethical approval was granted by West of Scotland 
Research Ethics Service (WoSREC) (approval number 13/WS/0145).

Study 2

In S2, semi-structured interviews were conducted with 20 Scotland-based key informants 
(Table 3). Purposive sampling was used, with the research team drawing on existing links 
and those of the study’s advisory group. Snowballing techniques were also used. The 
purpose of the interviews was to gauge expert views on the experiences of people living 
with dementia in the workplace, the difficulties they might encounter and employer policy 
and practice. Interviews were conducted face-to-face and were audio-recorded and tran-
scribed with the participants’ permission. Ethical approval was granted by Edinburgh 
Napier Business School Research Integrity Committee (ref. ENBS/2016-17/007).

Secondary data analysis

To comply with ethical requirements, transcripts were analysed within the original 
research teams. In the re-analysis, both datasets were coded using Framework Analysis 
(Ritchie and Spencer, 2002) using the framework of Van der Klink et al.’s (2016) sustain-
able employability model: (1) being able to work; (2) having the opportunity to work; 
and (3) being facilitated and allowed to work. Pertinent data extracts were identified. 
Once indexed, data segments were extracted and charted in a matrix. The final stage of 
mapping and interpretation of the data involved pooling the two matrices. Similarities 

Table 1. Overview of studies 1 and 2.

Study 1 Study 2

Date 2013–2015 2016–2018
Funder Alzheimer’s Society Carnegie Trust for the Universities 

of Scotland
Study aim To explore the employment-related 

experiences of people with dementia 
or mild cognitive impairment (MCI), 
and attitudes of employers and/
or co-workers towards supporting 
people with dementia, in order to 
identify the potential for continued 
employment post-diagnosis.

To explore the policies, practices 
and attitudes of employers in 
Scotland with regards to dementia 
in the workplace in order to 
determine the extent to which they 
are meeting their legal, equality and 
human rights duties and set out any 
possible adaptions that can be made.

Research team 
(authors’ initials)

LR, DT, MD JS, VE, LR, DT, MD, MC

Geographical 
location

UK Scotland

Reference Ritchie et al. (2018) Egdell et al. (2019)
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and differences in the themes across both datasets were explored. An iterative process of 
checking, refining and defining themes until a clear and coherent representation cutting 
across both datasets was undertaken.

Findings

All the respondents agreed that a diagnosis of dementia would affect an individual’s 
employability; however, the extent of this varied. As described above, the findings are 
presented in line with Van der Klink et al.’s (2016) sustainable employability model which 
encapsulates the interrelated building blocks of an individual’s capability-set (Sen, 2003).

Personal and work resources – ‘being able to’

Personal resources refer to personal capacity, knowledge and ability, while work 
resources encompass job requirements and demands (Van der Klink et al., 2016). Thus, 
‘being able to’ refers to the work that a person living with dementia has the capacity, 
knowledge and ability to do in the context of the job’s requirements.

Table 2. Study 1 sample characteristics.

Role Expertise

1 Policy-maker Government policy relating to dementia
2 Healthcare professional Dementia, psychiatry, diagnosis
3 HR professional Employment policy and practice
4 Healthcare professional Early-onset dementia, nursing, supporting people 

to continue working
5 Healthcare professional Dementia, neuropsychology
6 Healthcare professional Mental health vocational rehabilitation, 

occupational therapy
7 Healthcare professional Dementia, patients who have been/are in 

employment, psychiatry
8 Healthcare professional Early-onset dementia, patients who have been/are 

in employment, psychiatry
9 Support organisation representative Disability, employment, government policy and 

benefits
10 Support organisation representative Employer support, occupational health
11 Healthcare professional General practice, diagnosis
12 Support organisation representative Dementia, supporting people to continue working
13 Person with dementia Experience of being in employment when 

diagnosed with dementia
14 Trade union representative Employee support and disability specialist
15 HR professional Disability and employment
16 HR professional Employment policy
17 Policy-maker Government policy relating to dementia
18 Trade union representative Employee support, employment policy and practice
19 Healthcare professional Psychology, dementia, diagnosis
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While dementia is commonly perceived as a cognitive deficit (Hamilton-West et al., 
2010), participants, particularly from health backgrounds, highlighted the range and 
variation of symptoms experienced:

It depends on what it is, what is the type of dementia, and how far they are in terms of their 
diagnosis . . . what the symptoms are and how it impairs a person, what are the things that they 
can still do, what are the things that they are good at. (Healthcare professional, S1)

Participants detailed that the different symptoms presented challenges for supporting 
employability, with interaction of symptoms and a person’s job (i.e. work resources) 
influencing ability to continue working in that environment. The participants provided 
examples of problems that people living with dementia had in employment because of 
their symptoms:

We’ve got a chap at the moment . . . the work he says is incredibly repetitive, I mean it’s the 
same thing day after day, week after week, month after month, he’s doing the same types of 

Table 3. Study 2 sample characteristics.

Role Expertise

1 Healthcare professional Supporting people living with dementia to continue 
in employment

2 Healthcare professional Early-onset dementia
3 Healthcare professional Health and well-being in the workplace
4 Healthcare professional Supporting people living with dementia to continue 

in employment
5 Healthcare professional Supporting people living with dementia to continue 

working / reasonable adjustments
6 Healthcare professional Dementia / supporting people living with dementia 

to continue working
7 HR professional Employment policy
8 HR professional Employment policy
9 Lawyer Employment / mental health / incapacity law
10 Lawyer Employment / mental health / incapacity law
11 Person living with dementia Experience of being in employment when diagnosed 

with dementia
12 Policy-maker Government policy relating to dementia
13 Support organisation representative Supporting volunteers living with dementia
14 Support organisation representative Employer dementia awareness
15 Support organisation representative Employer dementia awareness
16 Support organisation representative Supporting people with mental health conditions
17 Support organisation representative Dementia / supporting people to continue working
18 Support organisation representative Disability rights and support in the workplace
19 Support organisation representative Employer awareness of the needs of older workers
20 Support organisation representative Employment / health / communities in later life
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thing, in the same order . . . he says now he finds himself, he’s going up to his [boss] and 
saying, ‘What is it I’ve to do here?’. (Healthcare professional, S1)

In this situation, participants detailed that simple adjustments (e.g. providing standard 
operating procedures with step-by-step guidance for tasks) could not redress these prob-
lems. Participants felt that for employers to consider adjustments, they needed to under-
stand the personal resources of the individual employee living with dementia: ‘using 
people’s assets within the workplace, and not focusing on the stuff they can’t do, because 
there’s stuff that everybody can’t do’ (Healthcare professional, S2). However, partici-
pants argued that employers did not perceive employees living with dementia as skilled 
and experienced, and they did not meet legislative obligations to make adjustments. 
Rather, employees living with dementia were framed as a ‘risk’, further affecting percep-
tions regarding ability:

Someone in a [lab] where there are actual hazards to health and safety . . . obviously, we would 
need to be looking at whether their retention of what they needed to do or know was sufficient 
for them to be safeguarded. (HR professional, S1)

Another personal resource identified that could affect the success of workplace adjust-
ments or supports was people living with dementia’s insight into their abilities. This 
could affect their capacity to access and maintain support, as well as challenge their 
sense of self as a worker:

I discovered that I was forgetting things and I didn’t know I was forgetting things. And people 
would say, ‘Have you done so and so?’, and I would think he didn’t ask me . . . I couldn’t 
believe it that I’d said I’ll do this for you and then I hadn’t done it . . . I didn’t remember I’d 
promised to do it for them. (Person living with dementia, S1)

Previous research shows that insight into abilities and the impact of symptoms on 
performance may help employees to accept that to continue working they will have to 
make changes, but that this does not necessarily mean the end of their working lives 
(Evans, 2019; Ritchie et al., 2018; Williams et al., 2018):

He’s been given kind of lighter, less stressful duties, which he’s accepted and he’s happy with 
it. Because he’s now working full-time again. (Healthcare professional, S1)

Participants highlighted the distinction between not being able to do a job and not 
being able to work. An individual may be able to continue working in another or adapted 
role. Thus, participants demonstrated that work-specific assessments, capturing role 
and work demands, were required. However, while individuals may have the skills and 
experience to continue employment, this was not always appreciated by employers or 
healthcare professionals, undermining the personal resources of people living with 
dementia:

Her consultant had told her you cannot continue to do your job . . . [she] was very upset by that, 
and also questioned whether that consultant understood what her job actually entailed, and how 
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her impairment might or might not impact on her doing that particular job. (Support organisation 
representative, S2)

Some participants emphasised that there should be a focus on ability, not disability. 
The expectation that people living with dementia could not carry on working was coun-
tered by examples where individuals had taken up voluntary, casual or seasonal work. 
These examples demonstrated that people living with dementia had the capacity, knowl-
edge and ability to be employable:

A man, who at his diagnosis was told by the consultant that he should give up his job, 3 months 
later then became a volunteer . . . seemed strange that somebody would be asked to give up 
work, and then be provided with work. (Support organisation representative, S2)

Participants also noted that people living with dementia did not lose their abilities 
‘overnight’, nor ‘that all the skills that that person has carried throughout the whole of 
their lives are diminished’ (Support organisation representative, S2). However, the 
importance of not setting up individuals to fail when supporting continued employment 
was highlighted. The challenges of taking on new roles should not be underestimated in 
terms of preserving dignity:

To put them into something different is almost an additional challenge, not to mention how it is 
for any of us when we start new jobs. It’s unfamiliar, it’s difficult, and not always that 
comfortable. (Healthcare professional, S2)

Participants detailed that from the perspective of an individual living with dementia, 
deciding to stop working required a level of insight:

I’ve had a pretty good life and I’ve always been fairly well thought of, that’s self-evident from 
my career . . . I don’t want to be the [person] who, you know, lost it, so, so I stopped [working]. 
(Person living with dementia, S1)

When exploring the personal resources of people living with dementia, the findings 
reflected the existing literature. People living with dementia potentially have the personal 
resources to continue working (Ritchie et al., 2018). However, in terms of supporting their 
employability, the challenge lies in recognising the personal resource, both for the indi-
vidual and the organisation they work in. Support should provide a shift in focus from what 
they are unable to do, to what they can do. Yet, this is not always the case in practice.

Material resources – ‘having opportunity to’

While an individual living with dementia may have the capacity, knowledge and ability 
essential for continued employment in a specific role, if they do not have access to, or 
cannot make use of, material resources, then they cannot continue employment (i.e. they 
do not have the opportunity to) (Van der Klink et al., 2016). This refers to the interaction 
with the context that enables people living with dementia to use their resources and 
capacities and realise opportunities for continued employment.
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Participants viewed diagnosis as unlocking support – although not in all instances – as 
it offered insights into progression and potential adjustments. They detailed that diagno-
sis can take several years for those with early-onset dementia (see also Greenwood and 
Smith, 2016; Millenaar et al., 2016). Those who did not have the material resource of a 
diagnosis could be perceived as an incompetent worker and lose their job (see also Evans, 
2019; Thomson et al., 2019), with no recourse once a diagnosis was received:

They have to kind of rule out lots of different things first, you know – it’s not the automatic 
thing you would think of for somebody, for instance, like who’s 49 – so I think for some of them 
it can take over a year for diagnosis, by which time, you know, things are probably quite bad at 
work, I think – if they’re still in work. (Support organisation representative, S1)

We do know a lot of people who have developed dementia in the workplace and because of the 
symptoms, lost their job, without having had a diagnosis, and then they’re out. They then get a 
diagnosis and they have no recourse. (Support organisation representative, S2)

Participants discussed how clinical and support services may be inaccessible to those 
without a diagnosis and/or those aged under 65. Persons living with dementia may have 
left work by the time they were referred onto support services, and therefore deprived of 
employability support:

All the way through the process we were waiting on the formal diagnosis, and [the person living 
with dementia] lost [his/her] job whilst the process was going on. We tried to look at pursuing 
other employment, but it was difficult because occupational health services wouldn’t have 
conversations around dementia, because they didn’t have the diagnosis. (Healthcare 
professional, S2)

In both studies, participants were asked whether further support services needed to be 
developed and whether the legislative framework adequately supported individuals (i.e. 
providing opportunities to work and be supported). The general perception was that there 
was no need to develop specific services and policies to support employees living with 
dementia. Instead, better use of existing facilities was needed to ensure multi-discipli-
nary support. The majority felt that employees living with dementia should be recog-
nised as part of an employer’s general disability policy:

It doesn’t matter whether it’s multiple sclerosis, . . . or they’d become physically disabled 
in some way . . . Basically, the job of the line manager is to understand the impact of the 
colleague’s condition and then what steps can be taken to mitigate the impact . . . I 
would say we would do exactly the same thing for a colleague who develops dementia. 
(HR professional, S1)

However, it was acknowledged that there were employer policies and practices that 
could disadvantage employees living with dementia. For example, if an employee was 
framed as a ‘poor worker’ (see Evans, 2019; Thomson et al., 2019) then performance 
management could exit them from the workplace:
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There is a conflict there with some workplace policies, such as sickness absence management, 
and performance improvement, where somebody who has had a diagnosis of dementia, as the 
condition progresses then clearly there may well be aspects of their role that they can no longer 
carry out . . . Quite often, particularly around performance improvement, employers don’t take 
these conditions into account. (Support organisation representative, S2)

Similarly, it was felt that while the current legislation ensured that employees living 
with dementia should be supported in the workplace, it was not put into practice:

Once implementation becomes a reality rather than a tick in the box that goes not much further 
. . . the solution to the issues are very often not to throw more laws at them, but it’s to get full 
implementation of the laws and international standards that already exist, and get a buy into 
them. (Lawyer, S2)

However, participants felt that differences in types of employment and the individu-
al’s own experiences needed to be accounted for. It was recognised that employers had 
different resources available to them; with larger organisations more able to make adjust-
ments, change roles and provide support for employees living with dementia:

A small organisation might struggle more, but adjusting the job might be possible, and in a large 
organisation I would hope it would always be possible to find a job that somebody might be 
able to do. (Support organisation representative, S2)

Nevertheless, it was highlighted that smaller organisations would have strengths in 
supporting an employee as well, due to the smaller teams and the closer working rela-
tionships: ‘smaller employers tend to have been much more supportive environments 
because people are known better’ (Support organisation representative, S1).

It was stressed by participants that employee support was available (e.g. from occu-
pational health and trade unions), although this will vary between organisations. 
Additionally, they emphasised that employers, and particularly line managers, required 
support and information as well. There was recognition that they should not be expected 
to manage alone nor be expected to diagnose employees:

It’s not [the line managers’] job to diagnose. Their job is to identify the barriers and help 
remove the barriers. Obviously, there’s a duty of care as well, so encouraging the colleague to 
seek diagnosis could be beneficial. (HR professional, S1)

Participants felt that better use needed to be made of existing support services and/or 
legislative frameworks and argued for employer-specific advice. However, as empha-
sised by Williams et al. (2018), these services may not be dementia-informed or acces-
sible to those living with early-onset dementia, highlighting the need for increased 
awareness around dementia and employment.

Physical and social environment – ‘being facilitated to’

Personal and work resources are not mere determinants of the sustainable employability 
of persons living with dementia. They are factors that can lead to a set of potentials (the 
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capability-set) to achieve valuable work functioning, provided that appropriate conver-
sion factors are present (Van der Klink et al., 2016).

Participants identified that stigma and lack of understanding from others can prevent 
continued employment. They felt that automatic assumptions were made about the abili-
ties of employees living with dementia: ‘the crux of this as well is making assumptions 
about what people are capable or not capable of without the knowledge of doing so’ (HR 
professional, S2). Participants felt that employers did not frame dementia as an issue that 
they needed to be aware of, thus they may not have recognised their legal obligations:

It’s almost like, for employers, ‘You what, you want us to tell you about dementia and how 
we’re going to accommodate it? Are you for real?’ That might not be what they say publicly, 
but in their heads. (Healthcare professional, S2)

Participants detailed that the stigma or assumptions about the capabilities of an 
employee living with dementia may undermine personal and material resources, and 
consequently, the employability of people living with dementia may not be realised. One 
reason for this is that people with a diagnosis may not disclose their diagnosis: ‘People 
think that . . . if they disclose that then they will be out – out of a job’ (Trade union rep-
resentative, S1). Additionally, participants felt that a lack of understanding and aware-
ness of dementia and its impact on people who are still working meant that if someone 
did disclose a diagnosis there may not be a clear plan of how to support them.

The line manager relationships; how well line managers know their employees; how 
line managers respond to and recognise the needs of employees; how line managers 
translate organisational policy on the ground; and how line managers understand reason-
able adjustments – were all highlighted by participants as an important conversion factor 
(i.e. converting material resources into capabilities):

They would know when something is not right, they would know when things are changing, 
and they would know where performance or ability is being impaired . . . we do have a duty of 
care as an employer to our employees, and so I would like to think that you’re able to identify 
that as their line manager. (HR professional, S2)

Reasonable adjustments generally are, and they are, very subjective, and they rely on the 
goodwill of the managers and the colleagues around the person too. (HR professional, S1)

As identified in the quote above, participants expressed that support for a person liv-
ing with dementia in employment needed to go beyond organisational policy and line 
management; colleagues also had a role to play. This was identified by a key informant 
living with dementia when talking about their voluntary role:

I do need the support in this of my team, like particularly the secretary . . . so I write my own 
agenda and we usually have a meeting beforehand and we go through exactly how we’re going 
to play the meeting . . . . (Person living with dementia, S1)

Other participants discussed situations where conflicts had arisen between employees 
living with dementia and colleagues. This underlined that the role of colleagues in creat-
ing a supportive social environment should not be understated:
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We’ve certainly had a few people who have come to blows with colleagues . . . the colleagues 
maybe think they’re actually being obstructive or just stubborn, things like that, when in actual 
fact they’ve developed dementia but nobody knows. (Healthcare professional, S1)

The importance of an open and supportive workplace to the employability of persons 
living with dementia was highlighted, and the need to develop a culture in the spirit of 
the legislation:

It comes down to – do they go to the HR person and say, ‘please help me’, or does a colleague 
say to HR, ‘this is happening, I want you to know about it’. Or does nobody say anything to 
anyone . . . that’s where I think this culture thing comes in. If there is a culture of communication, 
people about themselves and people about others, which is clearly seen as a non-condemnatory 
process. (Lawyer, S2)

In relation to employers’ legal obligations, differences between employer and/or 
employment sectors were identified as what is viewed as ‘reasonable’ and could be con-
text-dependent: ‘What’s reasonable will depend on the size and resources of the organi-
sation, and how practical and effective the adjustments would be if costs are incurred’ 
(Policy-maker, S2). Thus, not all employees living with dementia would be able to har-
ness the opportunities offered by legislation.

The participants provided some evidence of ‘adaptive preference’ formation – a term 
used in the CA literature to describe how individuals may adjust their expectations down-
wards (Nussbaum, 1997). It was detailed that people living with dementia may not 
believe in their abilities, viewing a diagnosis of dementia as signalling the end of their 
working lives; a perception mirrored by those around them. Participants expressed that 
people living with dementia might not frame dementia as a disability and, therefore, they 
may not see the relevance of the legislation and/or disability policies to support their 
continued employment:

I don’t mind being seen as a person who has dementia, but if you have a disability, in my mind, 
it’s somebody who is quite severely physically disabled . . . it’s not a term that sits well with 
me. I just say that I’ve got dementia and get on with it. (Person living with dementia, S2)

In exploring the physical and social resources, factors that could lead to a set of poten-
tials for people living with dementia to achieve valuable work functionings were 
revealed. Employer, line manager and colleague awareness of dementia, legal obliga-
tions and ways in which employees living with dementia can be supported were high-
lighted as important conversion factors. At the same time, people living with dementia 
may not believe in their capacity and/or see the relevance of legislation to support their 
continued employment.

Discussion and conclusions

In this article, we develop a theoretically informed understanding of employability for 
people living with dementia using the lens of Van der Klink et al.’s (2016) model of sus-
tainable employability based on the CA. We show that while people living with dementia 
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have the personal resources to work (the ability to), employment policy/practice and 
access to support services may undermine their abilities and compromise their employ-
ability. That is, access to material resources to support employability, and the physical 
and social environment (conversion factors) in which people living with dementia oper-
ate in, can impinge the individual’s ability to continue working or to seek alternative 
employment. These findings contribute to the small, but developing, literature-base, pro-
viding insight into how and why people with dementia are not afforded employment 
opportunities post-diagnosis. They also develop the sustainable employability literature 
in applying it to understand the employability of people living with dementia.

We demonstrate the value of a holistic framing of employability through the applica-
tion of the sustainable employability model based on the CA (Van der Klink et al., 2016). 
This model encapsulates interrelated building blocks of an individual’s capability-set: 
the means to achieve (personal and work inputs); personal conversion factors (skills, 
knowledge and motivations that affect an individual’s capacity to transform inputs into 
capabilities); and external conversion factors (social and structural factors that may 
affect the conversion of resources into capabilities) (Van der Klink et al., 2016). While 
the conceptual and theoretical limitations cannot be ignored (Dean, 2009; Gasper, 1997; 
Zimmerman, 2006), in applying this model, attention is drawn to how the employability 
of people living with dementia is constrained by a range of factors, and the intersections 
between employability and disability (Anyadike-Danes, 2010; McQuaid and Lindsay, 
2005; Van der Klink et al., 2016).

All participants agreed that a diagnosis of dementia would affect an individual’s 
employment; however, the extent of this varied. The capacity, knowledge, insights and 
ability of the individual was stressed – although this needed to be set in the context of 
their job requirements and demands, as well as the type of dementia and the characteris-
tics of the organisation they work for. The importance of an open and supportive work-
place was another conversion factor cited as key in facilitating continued employment, 
as well as relationships with, and attitudes of, line managers and colleagues. The findings 
illuminate how stigma and lack of understanding of dementia can impact on employabil-
ity at the societal, organisational and individual level. Employers may not fully consider 
adjustments to support the continued employment; healthcare professionals may advise 
individuals to leave work; and individuals themselves may not realise their abilities 
because of ‘adaptive formation’ responses (Nussbaum, 1997). This questions the extent 
to which dementia is accepted as a disability in an employability context.

Our findings question the extent to which dementia is understood as a disability in a 
way that the individual is framed as ‘able to’ make a meaningful contribution through 
continued employment and access the supports to facilitate this. Age at diagnosis is an 
important factor in this context. A diagnosis when of ‘working age’ is unexpected, com-
promises the individual’s sense of self and well-being, and has implications for service 
access. This reflects previous research findings (Evans, 2019; Greenwood and Smith, 
2016; Millenaar et al., 2016; Ritchie et al., 2018; Williams et al., 2018). Our findings 
illuminate and begin to explain barriers to employability. Williams et al. (2018) describe 
the experience of fighting to be recognised as a person with ability within the workplace 
following a diagnosis of dementia and challenging the perceptions of others. This reflects 
many of the key informant views that we present. They highlighted that underlying 
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attitudes and responses to employees living with dementia (many of which could be 
perceived as oppressive or discriminatory) lay in a lack of education, awareness and 
access to supports which could enable employees living with dementia and their employer 
to promote employability.

There are limitations to acknowledge. Firstly, we draw on secondary data analysis. The 
way in which qualitative research is tailored can make it difficult to repurpose data, creat-
ing issues with ‘data fit’ in subsequent analyses (Heaton, 2008; Sherif, 2018). However, 
there is also an argument for not squandering rich data (Notz, 2005; Sherif, 2018). In this 
case, there was a clear avenue for fruitful supplementary analysis. Secondly, while we 
focus on the UK context, the arguments are internationally relevant. Finally, the experi-
ences and perceptions of people living with dementia are core to understanding their 
employability. Although the direct experiences of two persons living with dementia are 
included in this article, more representative research is needed. The focus here has been 
understanding the context of employment. In this article, the voice of health professionals, 
HR professionals, lawyers, policy-makers and support organisations is stronger. However, 
Ritchie et al. (2018) show the importance of multi-agency support for employees living 
with dementia, and as such this article contributes to understanding support requirements.

It is clear from these findings that people living with dementia can continue employ-
ment; however, these capabilities are not fully explored in the current employability 
context. There is a need to develop and enhance existing multi-disciplinary supports to 
ensure that people living with dementia can recognise their own personal resources, 
access the material resources they need to continue employment, and ensure the physical 
and social environments in which they do this enable these resources to be converted into 
positive outcomes for employability.

Funding

The authors disclosed receipt of the following financial support for the research, authorship, and/
or publication of this article: Study 1 was supported by the Alzheimer’s Society (grant number 
PG-2012-199); Study 2 was supported by the Carnegie Trust for the Universities of Scotland 
(grant number 50321).

ORCID iDs

Louise Ritchie  https://orcid.org/0000-0001-7603-9073

Valerie Egdell  https://orcid.org/0000-0001-5321-9987

References

Abma FI, Brouwer S, Vries HJ, et al. (2016) The capability set for work: development and valida-
tion of a new questionnaire. Scandinavian Journal of Work, Environment and Health 42(1): 
34–42.

Alzheimer’s Society (2020) Who gets dementia? Available at: www.alzheimers.org.uk/about-
dementia/types-dementia/who-gets-dementia (accessed 6 November 2020).

Anyadike-Danes M (2010) What is the problem, exactly? The distribution of Incapacity Benefit 
claimants’ conditions across British regions. Policy Studies 31(2): 187–202.

Bartlett R (2014) Citizenship in action: the lived experiences of citizens with dementia who cam-
paign for social change. Disability and Society 29(8): 1291–1304.

www.alzheimers.org.uk/about-dementia/types-dementia/who-gets-dementia#content-start
www.alzheimers.org.uk/about-dementia/types-dementia/who-gets-dementia#content-start


Ritchie et al. 17

Baumberg B (2014) Fit-for-work – or work fit for disabled people? The role of changing job 
demands and control in incapacity claims. Journal of Social Policy 43(2): 289–310.

Beck V (2018) Capabilities and choices of vulnerable, long-term unemployed individuals. Work, 
Employment and Society 32(1): 3–19.

Bentham P and La Fontaine J (2007) Services for younger people with dementia. Psychiatry 7(2): 
84–103.

Carpenter M (2009) The capabilities approach and critical social policy: lessons from the majority 
world? Critical Social Policy 29(3): 351–373.

Chaplin R and Davidson I (2016) What are the experiences of people with dementia in employ-
ment? Dementia 15(2): 147–161.

Danson M (2007) Older workers in the labour market: the demographic context. In: Loretto W, 
Vickerstaff S and White P (eds) The Future for Older Workers: New Perspectives. Bristol: 
The Policy Press, 7–26.

Dean H (2009) Critiquing capabilities: the distractions of a beguiling concept. Critical Social 
Policy 29(2): 261–278.

Egdell V and Beck V (2020) A capability approach to understand the scarring effects of unem-
ployment and job insecurity: developing the research agenda. Work, Employment and Society 
34(5): 937–948.

Egdell V, Cook M, Stavert J, et al. (2019) Dementia in the workplace: are employers supporting 
employees living with dementia? Aging & Mental Health. Epub ahead of print 24 September. 
DOI: 10.1080/13607863.2019.1667299.

Egdell V, Stavert J and McGregor R (2018) The legal implications of dementia in the workplace: 
establishing a cross-disciplinary research agenda. Ageing and Society 38(11): 2181–2196.

Evans D (2019) An exploration of the impact of younger-onset dementia on employment. Dementia 
18(1): 262–281.

Fleuren BPI, De Grip A, Jansen NWH, et al. (2016) Critical reflections on the currently lead-
ing definition of sustainable employability. Scandinavian Journal of Work, Environment & 
Health 42(6): 557–560.

Gasper D (1997) Sen’s capability approach and Nussbaum’s capabilities ethic. Journal of 
International Development 9(2): 281–302.

Gove DM, Andrews J, Capstick A, et al. (2017) Dementia as a disability? Implications for ethics, 
policy and practice. A Discussion Paper. Available at: www.alzheimer-europe.org/Ethics/
Ethical-issues-in-practice/2017-Dementia-as-a-disability-Implications-for-ethics-policy-
and-practice (accessed 6 November 2020).

Greenwood N and Smith R (2016) The experiences of people with young-onset dementia: a meta-
ethnographic review of the qualitative literature. Maturitas 92: 102–109.

Hamilton-West KE, Milne AJ, Chenery A, et al. (2010) Help-seeking in relation to signs of demen-
tia: a pilot study to evaluate the utility of the common-sense model of illness representations. 
Psychology, Health and Medicine 15(5): 540–549.

Heaton J (2008) Secondary analysis of qualitative data: an overview. Historical Social Research/
Historische Sozialforschung 33(3): 33–45.

Hebert CA and Scales K (2019) Dementia friendly initiatives: a state of the science review. 
Dementia 18(5): 1858–1895.

HM Government (2010) Equality Act 2010, ch. 15. London: The Stationery Office.
Leßmann O and Bonvin J-M (2011) Job-satisfaction in the broader framework of the capability 

approach. Management Revue 22(1): 84–99.
McQuaid R and Lindsay C (2005) The concept of employability. Urban Studies 42(2): 197–219.
Marshall M (1996) The key informant technique. Family Practice 13(1): 92–97.

www.alzheimer-europe.org/Ethics/Ethical-issues-in-practice/2017-Dementia-as-a-disability-Implications-for-ethics-policy-and-practice
www.alzheimer-europe.org/Ethics/Ethical-issues-in-practice/2017-Dementia-as-a-disability-Implications-for-ethics-policy-and-practice
www.alzheimer-europe.org/Ethics/Ethical-issues-in-practice/2017-Dementia-as-a-disability-Implications-for-ethics-policy-and-practice


18 Work, Employment and Society 00(0)

Millenaar JK, Bakker C, Koopmans RT, et al. (2016) The care needs and experiences with the use 
of services of people with young-onset dementia and their caregivers: a systematic review. 
International Journal of Geriatric Psychiatry 31(12): 1261–1276.

Notz P (2005) Secondary qualitative analysis of interviews. A method used for gaining insight into 
the work/life balance of middle managers in Germany. Forum Qualitative Sozialforschung/
Forum: Qualitative Social Research 6(1): 34.

Nussbaum MC (1997) Capabilities and human rights. Fordham Law Review 66: 273–300.
Öhman A, Nygård L and Borell L (2001) The vocational situation in cases of memory deficits or 

younger onset dementia. Scandinavian Journal of Caring Science 15(1): 34–43.
Oliver M and Barnes C (2012) The New Politics of Disablement, 2nd Edition. Basingstoke: 

Palgrave Macmillan.
Rawls J (1999) A Theory of Justice, Revised Edition. Cambridge, MA: The Belknap Press of 

Harvard University Press.
Ritchie J and Spencer L (2002) Qualitative data analysis for applied policy research. In: Bryman A 

and Burgess B (eds) Analyzing Qualitative Data. London: Routledge, 187–208.
Ritchie L, Tolson D and Danson M (2018) Dementia in the workplace case study research: under-

standing the experiences of individuals, colleagues and managers. Ageing and Society 38(10): 
2146–2175.

Robertson D, Kirkpatrick P and McCulloch S (2015) Sustaining adults with dementia or mild cog-
nitive impairment in employment: a systematic review protocol of qualitative evidence. The 
JBI Database of Systematic Reviews and Implementation Reports 13(3): 124–136.

Sen A (2003) Inequality Reexamined. Oxford Scholarship Online. Available at: https://doi.
org/10.1093/0198289286.001.0001 (accessed 6 November 2020).

Sen A (2009) The Idea of Justice. London: Penguin.
Sherif V (2018) Evaluating preexisting qualitative research data for secondary analysis. Forum 

Qualitative Sozialforschung / Forum: Qualitative Social Research 19(2): 7.
Thomson L, Stanyon M, Dening T, et al. (2019) Managing employees with dementia: a systematic 

review. Occupational Medicine 69(2): 89–98.
Van der Klink JJ, Bültmann U, Burdorf A, et al. (2016) Sustainable employability – defini-

tion, conceptualization, and implications: a perspective based on the capability approach. 
Scandinavian Journal of Work, Environment and Health 42(1): 71–79.

Van Gorp DAM, van der Klink JJL, Abma FI, et al. (2018) The capability set for work – correlates 
of sustainable employability in workers with multiple sclerosis. Health and Quality of Life 
Outcomes 16(1): 113.

Williams J, Richardson S and Draper E (2018) A beginning and not the end: work after a diagnosis 
of dementia. Work, Employment and Society 32(1): 219–229.

World Health Organization (2012) Dementia: a public health priority. Available at: www.who.int/
mental_health/publications/dementia_report_2012 (accessed 6 November 2020).

Zimmerman B (2006) Pragmatism and the capability approach: challenges in social theory and 
empirical research. European Journal of Social Theory 9(4): 467–484.

Louise Ritchie is Reader in Dementia Research at the Alzheimer Scotland Centre for Policy and 
Practice in the School of Health and Life Sciences at the University of the West of Scotland. 
Louise’s background is in psychology and her research interests include experiences of dementia 
in the workplace, housing and psychosocial interventions for people living with dementia. Louise 
is currently a member of the Executive Committee of the Scottish Dementia Research Committee 
and is leading research grants funded by Life Changes Trust and Abbeyfield Research Foundation.

https://doi.org/10.1093/0198289286.001.0001
https://doi.org/10.1093/0198289286.001.0001
www.who.int/mental_health/publications/dementia_report_2012
www.who.int/mental_health/publications/dementia_report_2012


Ritchie et al. 19

Valerie Egdell is Associate Professor of Work and Employment at Newcastle Business School, 
Northumbria University. She is co-convenor of the Sustainable Working Futures Research Group 
at Northumbria University. Valerie’s research interests are in young people’s education-to-work; 
ageing and work; and dementia and the workplace. She has applied the Capability Approach to 
examine employment activation policy design and implementation, and careers guidance practice. 
Funders of her research include the European Commission, the Scottish Government and the 
Carnegie Trust for the Universities of Scotland.

Michael Danson is Professor Emeritus of Enterprise Policy at Heriot-Watt University and Visiting 
Professor in the Centre for Energy Policy at the University of Strathclyde. Mike has a long record 
of research, publication and policy advice in labour markets and economic development. He has 
advised governments, international organisations, trades unions and community organisations on 
many aspects of skills and training and their significance and interactions with business, inclusive 
growth and well-being. He is currently on the Scottish Government ‘Just Transition Commission’ 
and ‘Legal Aid Payment Review Advisory Group’, convenor of the Jimmy Reid Foundation and 
Chair of Citizen’s Basic Income Scotland.

Mandy Cook is a Behavioural Scientist in the Social and Economic Research Group (Centre for 
Ecology, Society and Biosecurity) at Forest Research, UK. Mandy’s research focuses on the role 
of woodlands and forests as care-friendly environments, their value and contribution to the health, 
well-being, participation and mobility of people as they age. Previously, Mandy was Research 
Assistant at Edinburgh Napier University exploring employers’ responses to dementia in the work-
place. Funders for her research include the ESRC (UKRI), Scottish Government and the Carnegie 
Trust for the Universities of Scotland.

Jill Stavert is a Law Professor and Director of the Centre for Mental Health and Capacity Law 
(Edinburgh Napier University). Her research areas are mental health and capacity law and related 
international, European and national human rights. Her research has been funded by the Carnegie 
Trust for the Universities for Scotland, AHRC, Nuffield Foundation, Life Changes Trust, Scottish 
Government and Mental Welfare Commission for Scotland. She is currently a member of the Core 
Mental Health Act Review Team in Scotland and an expert adviser to the Independent Review of 
Learning Disability and Autism in the Mental Health Act.

Debbie Tolson is the Alzheimer Scotland Professor of Dementia and Director of the Centre of 
Policy and Practice at the University of the West of Scotland, UK. She is also the Living with 
Dementia Theme Leader with the Scottish Dementia Research Consortium. Her research interests 
focus on understanding the experience of dementia, dementia care, family caring and dementia 
education. Research funders include the Arts and Humanities Research Council, European Social 
Funding, Scottish Government, Queens Nursing Institute Scotland, Alzheimer’s Society, Dunhill 
Medical Trust, Carnegie Trust for the Universities of Scotland and the Abbeyfield Society.

Date submitted November 2019
Date accepted September 2020




