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Abstract  

Aim: This study aimed to explore the experiences and perspectives of younger people with dementia 

and their use of smart devices to support everyday meaningful activity or occupations. The objectives 

of the study were to bridge the gap in person-centred research with younger people with dementia, 

to better understand their needs and to discover if there was potential for smart device technology 

to offer solutions to their occupational challenges 

Methods: The study used methods of qualitative research, based on Qualitative Description 

methodology. In-depth interviews and a focus group were conducted with six people who owned 

smart devices, under 65 years of age, living with dementia. Data was thematically analysed and 

transcribed by the researcher to gain insight into the participants’ meaning of experiences and their 

perspectives of living with dementia and using smart devices to support and maintain everyday 

occupation. 

Findings: Three themes were identified after analysis: Dementia: Stigma and Loss; the Meaningful 

Occupation of Employment, and; Smart Device Technology: now and in the future. Findings showed 

that smart devices were predominantly used tacitly, and were not generically valued as a way of 

supporting meaningful occupation. When linked to maintaining employment as meaningful 

occupation, participants shared perspectives and ideas for how smart devices may be potentially 

valuable. 

Conclusion: Smart devices have potential in supporting the meaningful occupation of younger people 

living with dementia, especially in employment. Further research from the perspective of younger 

people with dementia is required, to better understand and to co-develop viable solutions within 

mainstream services and within the technology sector.  
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Introduction  

Dementia is a collective term used to describe a syndrome of cognitive deterioration, most commonly 

chronic or progressive in nature (World Health Organisation 2019). Dementia UK also defines 

dementia as progressive and, highlights that dementia is an umbrella term for over 200 subtypes of 

the condition, such as Alzheimer’s disease (Dementia UK 2019). It affects areas of cognition, such as 

orientation, comprehension, thinking, judgement and memory. Functionally, motivation, social 

behaviour, confidence and activities of daily living are all commonly impacted (Alzheimer’s Society 

2019). One of the subdivisions of dementia is young- or early-onset dementia, which is dementia 

diagnosed in those under the age of 65 (Alzheimer’s Society 2019), and is the focus of the study. 

On a global scale, dementia research is moving towards the development of innovative solutions to 

address the challenges it presents (Parkin and Baker 2015). Younger people living with dementia are 

an increasing and overlooked subgroup within the dementia population (Ferran et al. 1996, 

Alzheimer’s Society 2014). Since the UK Government set a target to be world leaders in tackling 

dementia, the research and clinical gap of young-onset dementia has been exposed (Department of 

Health 2015). Demand is growing for new developments and innovative solutions to support people 

with dementia at a younger age (National Institute for Health Research 2018a; Law, Baptiste and Mills 

1995), yet little of this research centralises the voices of younger people with dementia (Evans 2019).  

The use of smart device technology (SDT) is ubiquitous across all domains of life, including healthcare 

(Cotrell and Shulz 1993; Arbesman and Lieberman 2011). Despite this, little is known about 

perspectives of SDT users, and whether they are useful in managing life with dementia (Robinson et 

al. 2009). More specifically, there appears to be no investigation into their potential for maintaining 

meaningful occupation—defined as everyday choices which contribute to independence and 
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wellbeing (Law, Steinwneder and Leclair 1998). To utilise the technology available in specific ways, 

and identify gaps for further applicable developments, the voice of people with young-onset 

dementia—who are most likely amongst the dementia population to own smart devices (Deloitte 

2017)—must be heard.  

The purpose of the study is to investigate the experiences and perspectives of using SDT to support 

and maintain everyday occupation whilst living with dementia at a younger age, and to identify 

potential for future developments to support people with dementia. The study aligns with a key 

criterion of the NIHR (2018a), which states that funding of dementia-related research has grown 

nationally by 50 per cent since 2010/11, with the intent of funding and supporting impactful 

developments and innovation to enable people affected by dementia. Research into this subject area 

is therefore both topical and timely, with outcomes that have potential for further research and 

development.   
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Chapter 1—Literature Review 

1.1 Search Strategy 

Literature was searched for using databases to identify appropriate and relevant papers to underpin 

the development and rationale of the study (Bryman 2015), and different strategies were used for 

different purposes. In this study, general and focused searches were conducted to establish the extent 

and nature of the literature; relevant literature was used to help develop the literature review, 

methods and discussion chapters in this study. 

Important databases were searched, including Medline, CINAHL and AMED. These databases focus on 

biomedical literature, nursing literature and allied health literature respectively (Greenhalgh 2014), 

and were searched to capture literature around the perspectives of occupation, wellbeing and 

dementia, as well as health technology for enablement. PsychINFO database was explored to ensure 

a psychological angle to the literature search, with the possibility of capturing papers relating to the 

psychological experience of living with young-onset dementia, occupation, and the use of technology 

from a psychological rather than a medical or mechanical angle. Research on the perspectives of living 

with young-onset dementia and the use of technology from a social science paradigm were searched 

through SCOPUS, with the intention of capturing relevant papers that may not appear on the health 

databases. The specific occupational therapy angle of the study was explored through searching 

OTseeker—well placed to identify any relevant papers with an occupational therapy focus. 

Additionally, systematic reviews and randomised controlled trials were explored through the 

Cochrane library database, for research which may inform or have relevance to the study.  
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Inclusion of the above databases, as well as relevant ‘grey’ literature (such as government reports and 

technology developments) in the search enabled a thorough process of literature identification. For 

general and specific searches, key words were generated that reflected the research question and 

included “dementia”, “young-onset dementia” and “smart device technology”. Cursory searches were 

conducted using these terms to establish the nature and extent of the literature. Focused searches 

were also conducted and an example of one such search is detailed below in table 1.  

The SPIDER tool was used in order to identify specifics components to be searched, and to support 

the development of the research question, breaking down the question into search terms in order to 

help focus a search (Smith, Cooke and Booth 2012). This is a relatively new strategy, developed to 

better support the rigour and structure of qualitative reviews (Smith, Cooke and Booth 2012). SPIDER 

stands for the “Sample” to be addressed within the research question, the “Phenomenon of Interest”, 

the “Design” of the study, the “Evaluation” to be undertaken through the qualitative process and, the 

“Research” type (Smith, Cooke and Booth 2012:1437). A specific example of the SPIDER tool as applied 

to the study can be seen in Appendix 1—Spider Question Formulation. 

Searches were conducted using medical subject headings (MeSH), controlled vocabulary terms, or 

subject headings (depending on the databases used).  These terms were combined with text words 

using Boolean operators such as AND and OR to enable a sensitive and specific search (Table 1). 

Searching using MeSH and controlled vocabulary terms are important; related article topics are 

indexed as one term and this increases the specificity of the search (Greenhalgh 2014). For example, 

in CINAHL, searching using the subject term Dementia (MM) also includes “Lewy Body Disease”, 

“Dementia, Multi-Infarct” and “Dementia, Vascular”, but does not include “cognitive impairment”, 
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“Alzheimer’s disease” or “memory loss”. Searches were conducted to enable a thorough and robust 

search. 

An example of a searche carried out with CINHAL and Medline databases applying subject headings 

and Boolean operators is seen in Table 1, below. This search aimed to identify key literature related 

to the core elements of the research for example dementia and related terms. It then aimed to identify 

literature that featured key terms in relation to one other, for example papers that may contain the 

subject of dementia and meaningful occupation, for example. The number in brackets are the number 

of papers identified as potentially relevant to the study but prior to critical appraisal using the critical 

appraisal skills programme (CASP 2018). The table also shows an example of the refinement process 

undertaken, including the use of the Boolean operator “AND” to combine the search components 

together, for example young dementia “AND” occupation, to refine the available papers to the most 

relevant available. Truncating was also used to encompass words with multiple options within key 

word searches, for example “occupation*” to identify papers which include both “occupation” and 

“occupational”: 

Table 1: Example of Search Strategy To Identify Literature In Relation To Key Elements Of The Study 

No Search type CINHAL Search type MEDLINE 

 “MM Dementia” OR “cognitive 

impairment” OR   

“memory loss” OR “Alzheimer’s 

disease” 

48,690 “MH Dementia” OR 

“cognitive impairment” 

OR   

“memory loss”  

167,648 

 

 (“MM Dementia” OR “cognitive 

impairment” OR 

“memory loss” OR “Alzheimer’s 

Disease”) AND (“smart device 

technology” OR “smartphone” or 

“ipad” OR “cellphone” OR “mobile 

112  

(21 notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR 

“memory loss”) AND 

(“smart device 

technology” OR 

117 (8 notable 

studies to 

explore further) 

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

26 

 

device” OR “smart device 

technology” OR “wearable 

technology”) 

“smartphone” or “ipad” 

OR “cellphone” OR 

“mobile device” OR 

“smart device 

technology”) 

 (“MM Dementia” OR “cognitive 

impairment” OR 

“memory loss” OR “Alzheimer’s 

Disease”) AND (“smart device 

technology” OR “smartphone” or 

“ipad” OR “cellphone” OR “mobile 

device” OR “wearable 

technology”) AND (“Early onset” 

OR “Young onset”) 

3  

(0 notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR 

“memory loss”) AND 

(“smart device 

technology” OR 

“smartphone” or “ipad” 

OR “cellphone” OR 

“mobile device”) AND 

(“Early onset” OR “Young 

onset”) 

1  

(0 notable 

studies to 

explore further) 

 (“MM Dementia” OR “cognitive 

impairment” OR “memory loss” 

OR “Alzheimer’s Disease”) 

AND                   

(“smart device technology” OR 

“Smartphone” OR “ipad” OR 

“cellphone” OR  

“Mobile device” OR “wearable 

technology”) AND (“young or 

early”) 

12  

(6 notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR “memory loss”) 

AND                   

(“smart device 

technology” OR 

“Smartphone” OR “ipad” 

OR “cellphone” OR  

“Mobile device”) AND 

(“young or early”) 

24  

(5 notable 

studies to 

explore further) 

 (“MM Dementia” OR “cognitive 

impairment” OR 

“memory loss” OR “Alzheimer’s 

Disease”) AND (“Young Onset” OR 

“Early Onset”) AND 

(“Occupation*” or “every day 

activity” OR 

“Activit* of daily living” OR 

“meaningful Activity”) 

21 (10 

notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR 

“memory loss”) AND 

(“Young Onset” OR “Early 

Onset”) AND 

(“Occupation*” or “every 

day activity” OR 

“Activit* of daily living” 

OR “meaningful Activity”) 

255  

(10 notable 

studies to 

explore further) 
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 (“MM Dementia” OR “cognitive 

impairment” OR    

“memory loss” OR “Alzheimer’s 

Disease”) AND (“Person centred” 

OR “empowerment” OR 

“autonomy”) 

17  

(5 notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR    

“memory loss”) AND 

(“Person centred” OR 

“empowerment” OR 

“autonomy”) 

25  

(3 notable 

studies to 

explore further) 

 (“MM Dementia” OR “cognitive 

impairment” OR    

“memory loss” OR “Alzheimer’s 

Disease”) AND (“Person centred” 

OR “empowerment” OR 

“autonomy”) AND (“young” OR 

“early”)  

123  

(15 notable 

studies to 

explore 

further) 

(“MH Dementia” OR 

“cognitive impairment” 

OR    

“memory loss”) AND 

(“Person centred” OR 

“empowerment” OR 

“autonomy”) AND 

(“young” OR “early”) 

195  

(8 notable 

studies to 

explore further) 

The searches within these databases ensured the identification of quality qualitative research papers 

on the key elements within the study. In addition to the example of specific searches in Table 1, 

broader searches were conducted to find general, grey literature that may not be peer reviewed but 

that may have relevance to the study. Google and Google Scholar, for example, were searched to 

capture any articles from the technology industry or from public or private sector organisations.  

Following the identification of papers to explore further in relation to the study CASP tools were used 

to help critically analyse and appraise different types of research. The relevant tools were applied 

according to the nature of the papers under review, for example systematic reviews, qualitative or 

mixed methods study. CASP checklists were used to critique and help understand the quality and 

validity of the papers; this enabled the author to systematically evaluate papers, highlight usefulness 

within practice and identify those that lack rigour (CASP 2008; Dixon-Woods 2007). CASP checklists 

were also used within this review to identify strengths and weaknesses within the studies; to identify 

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

28 

 

the trustworthiness of their findings and; to determine how, if at all, the results contribute to the 

rationale of the study. 

1.2 Dementia: The Global and National Context 

Dementia is one of the biggest challenges of the current age (Alzheimer’s Society 2014), with more 

than 35 million people worldwide diagnosed (Alzheimer’s Disease International 2013). The magnitude 

of the problem is not just increasing numbers of people diagnosed and the strain placed on systems, 

but also the impact of dementia at an individual, family and societal level (Lee and Chodosh 2009). 

The growing global challenge of dementia has been gaining attention among world leaders in an effort 

to tackle the problems it creates (Alzheimer’s Society 2014; Reeves et al. 2017).  

Growth of dementia globally has instigated responses at all levels (Reeves et al. 2017), and in 2012 

the World Health Organisation and Alzheimer’s Disease International collaborated to raise awareness 

of dementia as a public health priority, calling for partnership across government departments, public 

and private sector, and academic institutions (Wortmann 2012). This high-level collaboration towards 

dementia research is now globally upheld, with initiatives such as the National Institute for Health 

Research’s Translational Research in Dementia (NIHR 2015) infrastructure, which brings together 

world-class researchers for the benefit of those affected by dementia. Such synergistic approaches 

are most effective in addressing the social, health and economic challenges caused by dementia 

(Prince 2000; Kenigsburg et al 2016; Wimo et al. 2017). These synergistic approaches are gaining 

momentum at UK level, giving room for new developments and explorations (Department of Health 

and Social Care 2014).  

There are approximately 850,000 people with dementia in the UK today (Alzheimer’s Society 2019). 

With this figure due to rise to 1,000,000 within seven years, dementia has become a major national 
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concern (Department of Health and Social Care 2014). Nationally, the UK Government has set a target 

to be world leaders in ‘diagnosis, care and support, and research’ (Parkin and Baker 2015:146). This 

commitment was demonstrated by the UK hosting the first G8 summit in 2013 (Department of Health 

and Social Care 2014), where priorities were agreed to improve the experience of living with dementia 

and to promote innovation in dementia research (Department of Health and Social Care 2014). The 

Prime Minister’s “Challenge on Dementia 2020” (Department of Health 2015) sets out the UK 

government’s aim to be world leaders in dementia care and research, and calls for a collaborative 

response to the national voice, in particular from those living with dementia in relation to these 

priorities.  

The NIHR has identified dementia as one of its two key priorities, focusing on increasing participation 

of people with dementia within research, and initiating programmes through the Clinical Research 

Network, which attempts to increase the rate of patient involvement (NIHR 2018a). Until recently, 

people with dementia were by-passed within research (Cohen and Eisdorfer 1986), but to develop 

evidence-based treatments, discovering ethically sound ways of including them has become of 

paramount importance (Holland and Kydd 2015). Prusaczyk et al (2017) state that failing to involve 

people with dementia in research is an ‘issue that has left a vulnerable population without a strong 

evidence base from which providers can draw’ (2017:69). Agencies have been collaborating to 

overcome this problem (Prince 2000; Department of Health and Social Care 2014), with networks such 

as “Join Dementia Research” emerging to support participation, bringing together agency leaders 

from across public and voluntary sectors.  In addition to these changes, theoretical changes have also 

occurred in the approach to dementia care and research (Van Gennip et al. 2014). 

Historically, the theoretical stance to the challenge of dementia was dominated by the biomedical 

disease model (Bond 1992; Kitwood 1997; Kaplan and Andersen 2013; Clemerson, Walsh and Isaac 
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2014). As awareness has grown regarding the human experience of dementia, however, psychological, 

social and psychosocial theories have emerged, leading to the development of new approaches, 

addressing not only the medical but also functional, interpersonal, psychological and occupational 

needs (Bird and Moniz-cook 2008; O’Connor et al. 2009; Lee and Chodosh 2009; Van Gennip et al. 

2014). One such theory is that of Personhood, which Kitwood (1997) describes as an approach to 

dementia which seeks to humanise and dignify by recognising individuality, something the biomedical 

model does not address. As well as loss of independence through cognitive and functional decline 

(Evans and Lee 2014, Stokes et al. 2014), loss of personhood is a debilitating aspect of dementia 

(Caddell and Clare 2010), and neglecting it is linked to issues such as depression, withdrawal from 

society, employment breakdown, reduced quality of life, loss of occupation and relationship 

challenges (Van Gennip 2014).  Personhood is grounded in the notion that maintaining occupation 

(MO) is vital to wellbeing, and is linked to quality of life, improved outcomes, and enablement success 

(Potts 2012; Milte et al. 2016). As well as in the clinical field, Graff et al. 2006; Tolhurst et al. 2014 and; 

Vernooij-Dassen et al. 2018 suggest that personhood is gaining momentum as an approach within 

dementia research.  

Within this emerging climate, investment in research has also expanded beyond previous theoretical 

boundaries (Gibson et al 2004; Wu et al. 2017), and where once the dominant focus was on finding a 

cure (Downs 1997), a growing body of research qualitatively exploring the experience of dementia 

from the perspective of personhood is now emerging (Nolan et al 2002; Wu et al. 2017). Since this 

emergence, research that stretches beyond clinical trials to explore ways of living well with dementia 

has grown (Downs 1997; Gibson et al. 2004). Such psychosocial studies have emerged for some time, 

yet they attract less interest compared to biomedical investigations (Engel 1977; Kitwood 1997; 

Vernooij-Dassen et al. 2018). Parker (2001) highlights this concern, identifying that research funding 

priorities are still weighted heavily towards medical approaches. Kaplan and Andersen (2013), in their 
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study examining psychosocial approaches to dementia research, seek to challenge this, claiming that 

failing to address this theoretical imbalance contributes to the ‘devaluation of critically important 

psychosocial aspects of dementia’ (Kaplan and Andersen 2013:171). Whilst still trailing, person-

focused research is increasingly called for (Cotrell and Shultz 1993; Reed et al. 1998; Rippon 2009), 

not least amongst minority factions within the dementia domain, such as those with young-onset 

dementia (YOD) who, historically, have been even more overlooked as a research priority (Beattie et 

al. 2002).  

1.3 The Unique Challenge of Young Onset Dementia  

Defined as people with a diagnosis and under the age of 65 years old (Rossor et al. 2010), the 

characteristics of YOD are profoundly different compared to those within the older-age dementia 

population (Pitton-Young et al 2012; Koopmans and Rosness 2014).  These differences impact all areas 

of life (Clemerson, Walsh and Isaac 2014); however, attention is given within this review to 

psychosocial differences, such as occupations, since these are considered to be most profoundly 

experienced by people with YOD (Kelley et al. 2008; Clemerson, Walsh and Isaac 2014). Occupationally 

(roles, responsibilities or activities) (Kielhoffner 2009), the life stage of people with YOD often includes 

being mid-career, paying mortgages, raising families, or caring for aging parents (Erikson 1980; Kelley 

et al. 2008; Department of Health 2015). Associated with more complex occupations than most living 

with dementia, the YOD population experience the challenge of dementia uniquely (Koopmans and 

Rosness 2014).  

A literature review carried out by Hunt (2011) highlights this unique challenge, identifying that people 

with YOD live with an illness associated with older life, but have the ambition and activity associated 

with younger life. They identify the distinct lack of literature exploring the unique features of living 
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with YOD based on the different life stage in which the condition occurs, suggesting that the 

interruption caused by dementia on the occupations associated with this life stage ‘may result in 

feelings of unimportance’ (Hunt 2011:32). Additionally, Hunt (2011) addresses the limited knowledge 

available in relation to YOD research and suggests that ‘the belief that people with young-onset 

dementia are unable to reflect and elaborate on their illness may be grossly exaggerated’ (Hunt 

2011:32). In order to establish the internal validity of the study, the CASP (2008) tool for systematic 

reviews was used (CASP 2008); as discussed in Chapter 1. Whilst the paper addresses a clearly focused 

question (CASP 2008) by drawing together primary concepts in the literature relating to the nature of 

dementia, the lack of YOD research, and the generativity associated with middle age, it fails to include 

any methodology or approach used to conduct the literature review, such as inclusion or exclusion 

criteria, or the number and quality of papers included in the review (CASP). Omitting such details 

leaves significant gaps regarding the rigour of the study, undermining its trustworthiness by 

weakening its validity and credibility (Guba and Lincoln 2006). The quality of the literature review is 

compromised where no inclusion or exclusion criteria is identified, since inclusion and exclusion 

criteria guide and provide a standard of paper used within the review (Meline 2006:21). Despite this, 

steer can be drawn from this paper when contextualised within a wider body of evidence that suggests 

that specificity of YOD support is lacking, that the research in relation to YOD is scarce, and that 

challenges are exacerbated by the poor state of support services that exist for people with YOD (Kelley 

et al. 2008; Hunt 2011; Pitton-Young et al 2012; Clemerson et al. 2014; Koopmans and Rosness 2014). 

The unique challenges of people with YOD in maintaining occupations are described by Clemerson, 

Walsh and Isaac (2014) as those akin to higher levels of responsibility, such as parenting or 

employment. By contrast, within the older population, Bakker et al. (2014) identify the primary 

challenges as physical and social, such as deteriorating physical health and safety; they claim services 

are heavily weighted towards tackling issues of old-age dementia. This highlights the challenge for 
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people with YOD of maintaining occupations in the context of old-age-focused services, and identifies 

a gap where service support is concerned (Hunt 2011; Greenwood and Smith 2016; Carter, Oyebode 

and Koopmans 2018). To better understand this gap, Beattie et al. (2004) conducted a qualitative 

study with people living with YOD of an average age of 59. As part of a mixed-methods study involving 

an international literature review, a postal survey to commissioners of services, and in-depth 

interviews with people living with dementia, carers and professionals, the paper focuses on the 

findings of 14 interviews with people living with young-onset dementia. To understand the 

methodological interval validity and quality of the study, the CASP (2008) tool for qualitative research 

was used.  

Given that the aim of the study were to illuminate experiences by better understanding the service 

needs of people with YOD and to highlight the feasibility of involving people with YOD in qualitative 

research, the methodology used was appropriate. Whilst there is little discussion in the paper about 

the rationale of using in-depth interview, detail is offered regarding the methods used to conduct the 

interviews (such as location of interviews and use of audio taping), providing transparency regarding 

the research process (Guba and Lincoln 2006). It could be argued that the stated aim to investigate 

the feasibility of involving people with YOD in research is rationale for using the method of in-depth 

interview—however, further discussion within the paper would have strengthened the methodology 

and rigour (CASP 2008, Guba and Lincoln 2006). The rigour and quality of the study could be 

strengthened by including a critical literature review on the use of in-depth interview as appropriate 

methodology for the study, and a more thorough discussion on the methods used within the 

interviews, such as details of a schedule used (DiCisso-Bloom 2006; Guba and Lincoln 2006). This 

would increase the dependability of the study as described by Shenton (2004). A potential weakness 

of the study lies in the use of language. In discussing the data analysis stage, the authors re-cap on the 

purpose of the study, to ‘explore the general views and experiences of individuals in terms of how 
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dementia impacted on their daily lives, together with more specific views about their needs and how 

these related to available services’ (Beattie et al. 2004:362). Despite this, in discussing the methods 

used to conduct the interviews, the authors decide to avoid using the word ‘dementia’ with 

participants, choosing instead to use the words ‘memory problems’ (Beattie et al. 2004:361). They 

suggest this is more sensitive towards the participants, but they fail to provide any evidence to justify 

this decision. Since dementia consists of much more than memory loss (Alzheimer’s Society 2019), the 

decision to avoid using the word ‘dementia’ may have affected the dependability of the results, 

especially given that memory loss can be associated with many other conditions. Given the study was 

conducted 14 years ago, justification for this may have been linked to the stigma surrounding the word 

‘dementia’, which has shifted, to some extent, over the last decade (Mukadam and Livingston 2012; 

Alzheimer’s Society 2019). This hindsight regarding the potential stigma associated with the word 

dementia would likely impact a repeat of this study, by including, rather than attempting to replace 

the word ‘dementia’. Despite not having this hindsight, the authors could have addressed this 

challenge by adding other component elements or symptoms of dementia, such as confusion as well 

as memory loss to their enquiry during in-depth interview.  

Since the cut-off age for YOD is 65 (Rossor et al. 2010), the high mean-age potentially compromises 

the transferability of findings to a population that starts at a much younger age (Kelley et al. 2008), 

calling into question the recruitment strategy of the study (CASP 2008). Their conclusion suggests that 

people with YOD require targeted support across services, as supported by a wider body of evidence 

(Department of Health 2009; Brooker et al. 2014; , Millenaar et al. 2017), and state that the notion of 

people with YOD being incapable of expressing their preferences has now been ‘seriously challenged’ 

(Beattie et al. 2004:359).  Rodda and Carter (2016) carried out a UK survey involving 250 clinicians, 

across 74 trusts, assessing the quality of services for people with YOD, identifying that despite many 

professional bodies recommending bespoke, YOD-focused support, a significant gap still remains. 
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Their study highlights support gaps, for example, in maintaining occupation, however despite the wide 

demographic that this survey captures, it fails to provide suggestions as to how this might be tackled, 

or how the results might be applied to local populations (CASP 2008). Tackling these gaps and 

challenges will only become meaningful through research that places the experiences of people with 

YOD at the centre of enquiry. Subsequently, research that focuses on the experiences and 

perspectives of people with YOD provides a platform for understanding these unique challenges, and 

for developing ways to overcome them (Rodda and Carter 2016).  

Although there is evidence highlighting that unique challenges exist for people with YOD (Clemerson, 

Walsh and Isaac 2014), little is known about the experiences and perspectives of people with YOD 

relating to these unique challenges and how they might be addressed (Pitton-Young et al 2012; 

Greenwood and Smith 2016). This is increasingly identified as ‘worthy of attention and investigation’ 

(Harris and Keady 2004:114). Understanding experiences and perspectives of people with YOD can 

help develop targeted support, effectively meeting social, psychological and occupational needs that 

arise from these unique challenges (Phinney 2009; Rodda and Carter 2016). The challenges often 

relate to maintaining meaningful occupation (primary, valued occupations) (Clemerson, Walsh and 

Isaac 2014). Clemerson, Walsh and Isaac (2014) assert that the professional or care-giver lens alone is 

not sufficient to understand needs holistically. In their study of eight participants with Alzheimer’s 

disease (AD), they uncover that current research is failing to adequately highlight the real experiences 

of people with YOD. Whilst the study concludes with requirements for further research and failings of 

the system, by limiting the inclusion criteria to those with a diagnosis of AD, the study eliminates two 

thirds of the YOD population who are living with other dementias, potentially limiting relevance, 

highlighting a flaw that should be considered in the design of YOD research.   
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Lack of research relating to experiences and perspectives has curtailed insight into the challenges of 

living with YOD (Pitton-Young et al 2012), and the management of unique needs such as meaningful 

occupation (MO) (Bakker et al. 2014).  By considering MO in more detail through the lens of the 

experiences and perspectives of people with YOD, further understanding can be uncovered giving 

room for new developments (Pitton-Young et al 2012). Van Vliet et al.’s (2017) study aimed to 

understand the aspects of daily living that give people with YOD a sense of usefulness. Through eight 

focus groups, they found that support to engage in MO is a priority for people with YOD. Their 

participants, however, were recruited from a day centre. Since people with YOD are less likely to 

access day care (Flynn and Mulcahy 2013), this method potentially missed rich data from others who 

might, for example, be out working. They claim that whilst people with YOD consider maintaining 

occupation as essential, being supported to engage in MO remains an unmet need (Rodda and Carter 

2016). Whilst research is scarce (Pitton-Young et al. 2012; Alzheimer’s Research UK 2015), some 

evidence shows that occupational meaning for people with YOD is in keeping with the general 

population of the same age (Werner et al. 2009; Roach and Drummond 2014; Love and Femia 2015). 

These include socialisation, driving, employment and maintaining care-giver roles (Harris and Keady 

2004; Werner et al. 2009; Bakker et al. 2010). The unique difference for people with YOD is that unlike 

their peers without dementia, they face cognitive, social and service challenges, as echoed by 

someone with YOD, ‘we are struggling to still be the people we have spent our lives becoming’ (Harris 

and Keady 2004:34).  Uniquely different also from those living with dementia at an older age, people 

with YOD find themselves occupationally adrift in a stage of life that is active and responsible, with 

the cognitive challenges of dementia, and yet without the support or research focus to begin offering 

solutions (Clemerson, Walsh and Isaac 2014). Consideration of occupational therapy (OT) philosophy 

will provide further detail regarding ‘meaningful occupation’, and why it is important within the field 

of YOD.  
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1.4 The Value of Occupational Therapy to Young-Onset Dementia Research 

OT philosophy is, at its core, concerned with the occupational needs, values and perspectives of 

individuals, as they personally experience and seek to manage life with illness or injury (Hagedorn 

2001; Hammell 2016). It asserts that maintaining personally-defined MO is central to wellbeing and 

health (Hagedorn 2001; Creek and Lougher 2011). Having influence within dementia care since the 

early beginnings of the profession (Creek and Lougher 2011), OT has contributed knowledge and skills 

both clinically and in the production of new evidence for best practice (Graff et al. 2007; Gustafsson, 

Molineux and Bennet 2014). Meyers states that OTs understand ‘patient-centred approaches and 

have transferrable skills… which lend themselves well to… research’ (2016:1). These approaches and 

skills are underpinned by OT philosophy which Clarke (2009) states ‘provides a more thorough view 

of occupation and its relationship to health and wellbeing’ (2009:37). Whilst Clarke’s (2009) study 

provides an overview of how OT philosophy might complement methodological approaches within 

research, it fails to empirically examine the potential advantages or disadvantages of this, thus 

identifying the requirement for such examinations. Research from a philosophical lens of OT centrally 

establishes person-centredness (Rabanal 2017), for example experiences and perspectives, and 

research that seeks to investigate MO (Hagedorn 2001; Rabnal 2017). 

“Meaningful Occupations” are defined as purposeful and meaningful tasks or activities, in the areas 

of self-care, work or leisure, as described by the individual (Hagedorn 2001; Molineux 2004; Frizardi 

and Imbibo 2011; Rabanal 2017). Improved quality of life, and a sense of health and wellbeing are 

intrinsically linked to being able to maintain MO, which OTs are skilled to facilitate (Palmodottir 2006; 

Hermanson 2011; Pimouguet et al. 2017). These skills could be utilised to address research gaps, as 

identified by Jackson (2015), who asserts that clinical experts such as OTs are best placed to gather a 

body of evidence with a view to highlighting clinical needs. Likewise, Hagedorn (2001) argues that OTs 

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

38 

 

are well placed to explore quality of life experiences through research. Townsend et al. (2011) also 

stress that OTs have the skills to pioneer new developments. These papers highlight the need for OT-

led and OT-focused research. Given the lack of such in the field of YOD, a clear evidence gap exists, 

which, by addressing could lead to ‘innovative….and creative solutions’ (Townsend et al 2011:2), such 

as innovation within technology (Saleem et al. 2017; Ho and Quick 2018). 

The Government’s “Challenge on Dementia 2020” (2015), and the NIHR’s collaboration with the 

Clinical Research Network (2018b) strengthens the call for OT approaches to YOD research, 

demonstrating a strong commitment by funding AHP research with a view to finding viable, cost-

effective solutions, particularly within technology development (Hancock 2018). To explore this 

further, and to consider the specific opportunity presented by smart device technology (SDT), a broad 

overview of technology within dementia is required.  

1.5 Technology: The Smart Device Opportunity 

Technology is now, in many ways, considered standard in supporting processes such as service 

delivery, care-giver support, education and risk management (Martin et al. 2008; Thrall 2009; Gordijn 

and Ten Have 2016; Blanchard, Gilbert and Dawson 2017). Within the field of dementia, technology 

has also been growing, with bespoke technological developments, such as assistive technologies (AT) 

like Telecare (Barlow et al. 2007). OTs are the primary prescribers of AT (Rogers and Holm 1992) within 

dementia services, issued primarily to help people stay safe and at home for longer, as well as to 

reassure care-givers (Astell 2006; Barlow et al. 2007). AT has been prescribed within dementia care 

for over 35 years, and with advancements in technology, tele-systems now provide advanced, albeit 

costly options (Stead 2002), since service users are often required to cover costs themselves (Harris 

2010). The complexity of these technologies means that, despite engineering advances (Levandowski, 
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Jiao and Johannesson 2015), currently they cannot be adapted to other more commonly owned, cost-

effective platforms such as mainstream SDT such as tablets and phones (Harris 2010). This highlights 

the need to innovate new technological solutions. Despite this need, research is lacking in guiding new 

innovations which focus on the human perspective of technology use, (Frizardi and Imbibo 2011; 

Boger et al. 2014). 

To better understand the human experience of technology in relation to living with dementia, Boger 

et al. (2014) undertook a cross sectional mixed-methods pilot study into the use of AT to support the 

MO of people with dementia living in the community. Their study sought to develop a method to 

better understand the experience of using AT to support everyday activities. The design of the study 

was to carry out a survey with stakeholders regarding the use of AT, and semi-structured interviews 

with OTs and care-givers. This did not include people living with dementia. Whist a strong rationale is 

provided as to the inclusion of OTs and care-givers, the authors offer no explanation as to why people 

with dementia were excluded and not considered to be stakeholders. Given the large scale of the 

project, an arm could have feasibly been included to gather qualitative views from people living with 

dementia. This could have provided significant data in support of the aim of the project. In order to 

scrutinise and better understand the methodological validity and truthfulness of the study, the CASP 

(2008) tool was used. In order to increase credibility and transferability, Guba and Lincoln (2006) and 

Pyett (2003) emphasise the importance of comprehensive rationale as to the use of methods in 

conducting mixed-methods studies. In their study, Boger et al. (2014) provide a clear rationale for the 

methods used and include reflexive discussion relating to the importance of rapport between 

interviewer and interviewee. Guba and Lincoln (2006) and; Shenton (2004) suggest that such open 

methods provide greater opportunity for reflexivity, indicating that within the study, credibility is 

enhanced through such methodological choices. An interview guide was also included, although the 

subject headings appear to be very broad and wordy, for example, ‘what AT do community-dwelling 
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older adults with dementia use to support daily occupations that are affected by the cognitive 

difficulties effected by dementia?’ (Boger et al. 2014:20). Although the potential cognitive frailty of 

the interviewees did not need to be taken into account (since those interviewed were carers and OTs), 

a clearer interview guide with more steps would have supported the clarity in gathering responses 

(Patton 1987). In addition, ensuring questions are kept short and succinct increases the chances of 

credibility and dependability within analysis through the gathering of rich, deep data due to the 

focused and specific areas considered within interview (Ryan, Coughlan and Cronin 2009). Further 

stages may have been added to the interview guide to achieve this depth and accuracy, but this was 

not described in the paper, which weakens the methodological rigour (Guba and Lincoln 2006). Clear 

transparency is offered in the study in relation to the evaluation and scrutiny of the use of AT. The 

authors explain in detail the literature and theory used to underpin the methodological choices, thus 

increasing the methodological dependability and transferability of the findings (Shenton 2004; Guba 

and Lincoln 2006). Clear rationale for inclusion and exclusion criteria, and recruitment strategy is 

described, again, increasing the rigour within the study (Guba and Lincoln 2006). In terms of data 

analysis, very little is described as to methods used. Descriptive statistics are used to analyse the 

quantitative data; however, the qualitative data is simply summarised as being ‘visually analysed to 

identify themes and used to gain insight into quantitative results’ (Boger et al. 2014:22). Further 

discussion of the analysis methods and on the rationale for including both types of data would have 

increased the internal validity within the study (Guba and Lincoln 2006), by offering rationale in 

support of the generalisability and transferability of findings (Braun and Clarke 2006; Bryman 2015). 

Their conclusions fail to draw attention to perspectives relating to other platforms, such as use of SDT, 

or how findings apply to YOD, thus limiting the transferability of the study. They do, however, 

challenge the lack of human perspective within dementia technology research at large, drawing 
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attention to distinctive gaps where meaningful technological developments are concerned for the 

older dementia population, and suggesting unmet needs for people with dementia using AT.  

Emphasising this further, Frizardi and Imbibo (2011) state that technological solutions in dementia are 

still in relatively early stages because they ‘lack…an extensive body of evidence’ (2011:145), which 

leaders in dementia research would argue must predominantly be gathered from people living with 

dementia (Alzheimer’s Research 2015). In their systematic review, Ienca et al. (2017) found that 

despite the increase, ‘little cooperation has occurred between technology development 

and…implementation’ (2017:1301). They state an ‘insufficient focus on patient needs’ (2017:1302) as 

a major reason for the lack of implementation, identifying that researchers must understand the way 

people with dementia experience technology to better support implementation. Overall, their results 

show that technology is expanding and diversifying, suggesting its adaptation for people with 

dementia may be possible within today’s progressive health research and technology climate (Kneipp 

et al. 2018). 

Studies that focus on YOD and technology are very rare (Jentoft, Holthe and Arntzen 2014; Arntzen, 

Holthe and Jentoft 2016), and none appear to be solely focused on the perspectives of people with 

YOD. Whilst also lacking, more is available within the research field of older people with dementia; 

and will be drawn upon to consider how technology is experienced and perceived, especially for 

maintaining MO. Although YOD is uniquely different (Harris and Keady 2004), considering evidence 

from older-age dementia research may provide some indicators as to whether technology is thought 

to be useful. Frizardi and Imbibo’s (2011) study on technology to support people with dementia at 

home intended to identify possible benefits from the point of view of people with dementia. Their 

findings suggest that technology is perceived to be helpful—however although aiming to, the study 

fails to uncover the experience of the people with dementia, leaning more in analysis towards the 
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technological support needs of carer-givers (2011:146). Conversely, analysis of systematic reviews 

purposed that people with dementia strongly value maintaining occupation and view technology as a 

positive way to support this, which suggests that this might also be the case among the YOD 

population (Arbesman and Liberman 2011). As well as attention towards person-centred research, an 

emerging area within the climate of health technology is the focus on the use of SDT (Cotrell and Shulz 

1993; Arbesman and Lieberman 2011).  

SDT, defined here as everyday technologies with an interactive elements—such as smart phones, 

smart watches, tablets, phablets, smart speakers and smart key chains (Bhatnagar 2017; Hassan 

2017)—are part of the constant evolution of SDT within the wider world of technology, meaning that 

their definition is continually under debate. It is widely agreed that SDT has unique features such as 

wireless-ness, intuition, mobility, ease of interface, simplicity and safety (Bhatnagar 2017; Hassan 

2017; Schaefer 2017), which present an unexplored opportunity for targeted support within and 

across healthcare (Berwenitz et al. 2009; Boulus et al. 2011; Saleem et al. 2017; Ho and Quick 2018), 

not least within the YOD context.  

When considering SDT solutions, it is notable that those under 65 are most likely to own and use SDT 

(Cooper 2013; Deloitte 2017; Pew Research Centre 2017), and the fastest growing population of SDT 

users are over 55, highlighting an age bracket of rapidly developing SDT users in which YOD diagnosis 

could occur. However, there has been little or no investigation into the potential of SDT to support 

people with YOD to live well or manage occupations (Jentoft et al. 2014; Hedman, Lindqvist and 

Nygard 2016). Whilst this body of evidence does not yet exist in the YOD domain, investigations are 

further ahead in the field of brain injury (Jamieson et al. 2015; Evald 2018) and can be considered to 

explore relevance within the YOD domain. Larsson-Lund, Lövgren-Engström, and Lexell (2011) carried 

out in-depth qualitative interviews investigating lived experiences of people with brain injury 
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regarding the effects of SDT on the MO. Whilst different diagnostically to YOD, demographically (age 

and stage of life) the participants were alike, and provide a relevant comparison regarding MO. Their 

research concluded that participants experienced compensatory effects of SDT on everyday 

living (2011:411).  

Similarly, larsson (2018) carried out a qualitative study to better understand the benefits and 

drawbacks of using smart phones to compensate for memory loss in people with traumatic brain 

injury. The study, comprising 13 community-living participants, evaluated a six-week systematic 

group, conducted by the researcher, whereby participants were trained in how to use the calendar 

feature on a smartphone to support memory. The focus of evaluation (of the group and the use of 

smartphones for memory as a whole), was on the satisfaction, advantages and disadvantages of using 

smartphones for supporting memory. Their findings posit that the audible and visual nature of the 

smartphone, as well as the all-in-one nature of the device were its primary advantages. Of the 13 who 

participated in the study, ten continued using smartphones to support memory, which Evald highlights 

as an indicator of the potential benefits of both the smartphone for memory support, and of the group 

intervention. Methodology within the study demonstrates rigour by including more than one form of 

data gathering (Braun and Clarke 2006). Trustworthiness of findings is offered through multiple data 

gathering by way of pre-, during- and post-intervention interviews, screening satisfaction levels and 

qualitatively exploring advantages and disadvantages of using smartphones for memory 

compensation through interviews. Evald concludes that use of smartphones to support memory may 

impact on other areas, such as confidence and independence, which in turn could lead to effective 

access to MO (Mee et al. 2004). Rigour within these three stages of data gathering would be increased 

through verbatim transcription, as identified as a weakness by the author. Doing so would have 

enabled greater emersion within the data, and potentially highlighted other relevant themes to 

contribute to greater richness of findings (Davidson 2009). Credibility could also be increased by 
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including verbatim transcription methodology, due to the reflexive opportunity offered through 

verbatim transcription (Poland 1995; Guba and Lincoln 2006), which the author does not describe in 

this paper. As identified through use of the CASP (2008) too, no reflexivity is discussed within the 

paper, for example, in relation to the influences of the researcher and participant dynamic throughout 

the research process. Drawing upon contemporary literature that describes critical appraisal, Shenton 

(2004) argues that reflexivity is an important component for ensuring the confirmability of the study. 

Since memory-focused group learning is increasingly offered within the dementia-care field, for 

example by way of cognitive stimulation therapy (Spector et al. 2011), the implications of this study 

highlight the potential within the YOD domain to undertake similar investigations and programmes, 

in consideration of the usefulness of smart devices on the cognition and wellbeing of people with 

memory problems.  

These studies, along with other evidence that highlights the positive impact of SDT in MO and brain 

injury (Ladner and Davis 2015; Smith 2017) adds to the argument for similar investigations with people 

with YOD. Given the potential platform SDT provides for innovation (Craig and Strivens 2016), 

involving people with YOD in research to direct new features strengthens the probability for devices 

to be usable and meaningful (Hassan 2017).  

Investigation into the efficacy of SDT for people with YOD relies on knowledge and understanding of 

the pathology of the condition, its impact on life, and particularly the need to adapt interventions as 

the condition progresses (Small et al. 1999; Jackson 2015; Fry and Dombkins 2017). Bier, Paquette and 

Macoir (2015) suggest that SDT in particular has the potential to be adapted and modified as dementia 

progresses, offering a viable solution in addressing needs, and identifying a worthy area for 

investigation (Logsdon et al. 2002; Mokhtari et al. 2012; Craig and Strivens 2016; Ho and Quick 2018).  

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

45 

 

1.6 Summary and Research Question 

In contrast to the older population, one primary challenge for people with YOD is in maintaining 

unique MO. OT is underpinned by a philosophy that MO is central to wellbeing and, therefore, it is 

vital to research ways to support MO from the perspective of living with YOD. MO can be supported 

using technology and research drawn from the brain injury domain, as discussed in section 1.4 The 

Value of Occupational Therapy to Young-Onset Dementia Research); Larsson-Lund, Lövgren-

Engström, and Lexell 2011; Ladner and Davis 2015; Smith 2017; and Evald 2018 suggest that SDT can 

help in certain contexts. There is little or no evidence as to how SDT can help people with YOD to 

maintain MO, and further research is needed to establish the value and potential of such devices.  This 

research, therefore, will explore experiences and perspectives of people with YOD relating to the use 

of SDT in the context of managing or maintaining everyday occupations.  

This paper’s research question is: 

‘What are the experiences and perspectives of people with young-onset dementia when using  

Smart Device Technology to support and maintain everyday occupation?’ 
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Chapter 2—Methodology, Design and Methods  

This chapter describes how the research question developed, and uncovers the philosophical 

underpinnings from which it has emerged. It describes the methodological choice and the rationale 

for this, followed by an explanation of the design and methods used for data collection and analysis, 

highlighting methods used to enhance reflexivity and rigour. The aim of the study is to explore the 

experiences and perspectives of younger people with dementia in relation to their use of smart 

devices to enable everyday occupations. 

2.1 Research Question Objectives 

Based on the literature review, the research objectives are: 

• To understand the experiences of people with YOD in using smart device technology in 

relation to supporting and maintaining everyday occupation; 

• To highlight the perspectives of people with YOD in relation to using SDT for occupation; 

• To better understand the barriers that exist for this population in relation to using SDT for 

occupation; 

• To identify potential for further development to support people with YOD in maintaining 

occupation; 

• To create a platform of knowledge from which to steer and initiate innovative technological 

ideas; and 

• To gain insight into the issues and needs of people with YOD in order to shape service 

developments and provisions. 
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2.2 Underpinning Philosophy 

In this section, an overview is given of the ontological and epistemological philosophies underpinning 

the project. Philosophically, along with most qualitative research, the study is grounded in the 

ontological notion that there are multiple realities, interpreted and constructed uniquely, and 

influenced by a wealth of factors (Bryman 2015:692). Interpretivism and constructivism are 

appropriate philosophical paradigms, since they are concerned with ‘grasping the “meaning” of 

phenomena’ (Shwandt 1994:223), and recognise that knowledge is socially constructed, adapting and 

changing according to circumstances (Golafshani 2003). In this case, the participants will have 

different experiences of YOD, of what constitutes MO, and of using SDT. Interpretivism recognises 

these differences, and seeks to describe the multiple angles of meaning in a rich, deep way (Broom 

and Willis 2007). Epistemologically, constructivism underpins the study through the recognition of 

societal influences on the experiences of living with dementia, in particular at a younger age (Crotty 

1998). This philosophy shapes the concept of the study by highlighting the multiple, shifting 

perspectives of participants relating to occupation, dementia and SDT. There is no single prediction to 

be unearthed through this study, no aim of generalisability—rather, meaning and value is understood 

to be entirely unique, considering experiences of “truth” to be multiple rather than singular. 

Interpretation of and value attributed to the data in this case is induced, guided by the philosophy 

that both the data (provided by unique and different individuals), and its meaning (defined by the 

researcher), are constructed and interpreted through influences on both the participant and 

researcher. This foundational philosophy draws on the principles of constructing new knowledge, as 

discussed by Guba and Lincoln (1994), applied in this case to provide a platform for the construction 

of ongoing development, investigation and innovation. Since patient benefit is a primary goal of the 
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study, identifying the multiple views of people with YOD and meaningfully describing themes can 

inform and impact developments.  

In considering a philosophical framework, identifying key influencing factors that reflexively steer the 

study increases the transparency and overall rigour of the process (Hipps 1993). In light of this, it is 

key to employ the OT philosophy, which adheres firmly to the belief that, regarding occupation, every 

individual describes and interprets meaning and value in their own unique way (Hagedorn 2001; Gupta 

et al. 2004; Kielhofner 2009). Understanding this as a steer within the study provides clarity regarding 

the importance and centralisation of the voice of people with YOD within the research. Providing 

participants with the opportunity to describe and explore individual experiences and perspectives, 

and seeking to understand the meaning of experiences and perspectives is methodologically in sync 

with the philosophy of OT (Taylor 2017). 

Alongside this is the core notion within OT of the holistic approach (Mccoll 1994). From an OT 

perspective, holism is the recognition that there are multiple elements, influences and factors that 

contribute to a complete perspective of an individual and their needs (Mccoll 1994; Kielhofner 2009). 

Utilising qualitative description methodology within the study aligns with a holistic approach by 

seeking to understand the needs, perspectives and experiences of participants in a rich and multi-

angled way through qualitative exploration (Neergaard 2009). Providing participants with the 

opportunity to discuss experiences from multiple angles through use of in-depth interview and focus 

group methodologies allows for this rich, holistic enquiry (Patton 1990; Patton 1999). 

Linked with the holistic approach is the notion within OT philosophy that perspectives of functionality 

fluctuate, and are affected by many factors (Hipps 1993; Clarke 2009). Within the clinical paradigm of 

OT, these fluctuating perspectives of functionality and affecting factors are worthy of exploration and 
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consideration, due to their potential influence on clinical decision-making through the therapeutic 

process (Clarke 2009). This notion informs the study by recognising that experiences and perspectives 

held by participants relating to living with dementia at a young age, of meaningful occupation, and of 

smart devices may differ, based on factors such as the context in which experiences occurred. The 

design of the study aligns this with the explorative nature of the question, the opportunity within both 

stages of data gathering to capture these fluctuating perspectives, and the thematic analysis process, 

to ensure meaning within the data is thoroughly and contextually understood (Hagedorn 2001; Clarke 

2009; Vaismoradi, Turunen and Bondas 2013). 

Another core element of OT philosophy resonant within the study is that of empowerment. 

Empowerment is a primary philosophy within the profession, which underpins all clinical practice 

(Hagedorn 2001; Nilsson and Townsend 2010). Described as an essential process within the 

therapeutic process of OT (Hultqvist, Eklund and Laufstadius 2015), empowerment ensures the 

therapist is advocating for the preferences of the client to be acknowledged and valued (Clarke 2009; 

Kielhofner 2009). Recognition and adherence to this within the study can be seen through its 

framework and design. It can be argued that the concept of creating a study to explore the experiences 

and perspectives of a marginalised and under-represented participant group is, in itself, empowering 

to those represented. Additionally, the structure of the study lends itself to empower the participants’ 

true voice through the qualitative nature of the methods of in-depth interview and focus group 

(Devers 1999; Pyett 2003). And, finally, the clinical academic context of the study provides a focus on 

patient benefit and deliberate consideration of informing practice through research evidence and 

impact (NIHR 2012; NIHR 2015; NIHR 2018), thus contextually empowering participants living with 

YOD to affect practice.  
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Recognition of this disciplinary allegiance is critical within the study, due to the reflexive influences 

this has on the researcher and the research process. Identifying this ensures integrity, increases 

validity and rigour, and reduces methodological confusion (Lowenberg 1993; Lincoln and Guba 2000). 

2.3 Methodology 

The methodology used for this study is qualitative description (QD), as defined by Sandelowski (2000) 

and Thorne et al. (1997). This chapter will provide the rationale in relation to this choice. QD, according 

to Caelli, Ray and Mill (2003), is growing as a specific methodology within qualitative research 

(2003:2). Despite an absence of one specific framework (Cooper and Endacott 2007), QD can provide 

a practical tool for exploring a qualitative research question (2003:2). Cooper and Endacott along with 

Sandelowski (2000) suggest that QD can be defined as a methodology in its own right, to seek out 

peoples’ experiences, strengthening its suitability for this study. Unlike other methodologies, such as 

ethnography, action research or phenomenology, QD is not affiliated with particular assumptions; it 

does not have the common applied rules to be adhered to throughout the research process 

(Neergaard et al 2009), thus allowing the researcher to retain flexibility and reflexivity, responding 

throughout to the demands of the study (Thorne et al. 1997).  

Merriam (1998) suggests that QD is ideal for the novice researcher wishing to explore and understand 

people’s views, utilising the essence of traditional qualitative approaches, yet not adhering to their 

methodological regulations or features (Cooper and Endacott 2007:817). In this study, for example, 

philosophical elements are drawn from the phenomenological paradigm due to it recognising the 

participant’s authentic voice (Groenewald 2004), and the latent attention to certain phrases or words. 

Adhering fully to this methodology, however, would demand certain applications and conventions be 

followed, which are neither necessary nor in line with the aims of the study. QD lends itself, within 
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health research, to ‘thoughtful linkages’ (Neergaard et al. 2009:2) with other methodological 

positions, recognising their influences, whilst still retaining its rich descriptive nature (Sandelowski 

2000; Neergaard et al. 2009), and centrally recognises the connection to the clinical paradigm of the 

researcher (Neergard et al. 2009)—in this case, OT.  

QD is an increasingly popular choice within health research, since it recognises the multiple, 

changeable experiences of health, as well as giving attention to new areas of interest (Sandelowski 

2000, Neergaard et al. 2009). Further rationale for QD within the study is that it ‘is a way of gaining 

first insight into the informants’ views of a particular, narrow topic’ (Neergaard et al 2009:4). In the 

previous chapter, literature was explored concerning the lack of research in the area of YOD and views 

of maintaining occupation, and less still with regard to the use of SDT (Greenwood and Smith 2016). 

Since this study aims to provide an initial view and a descriptive, pragmatic understanding of these 

issues, QD presents a sensible methodological choice.  

Recognition is given to the controversy within the scientific research community surrounding the 

notion that QD stands alone methodologically (Devers 1999), and the criticism it faces for 

methodological amalgamation, poor criteria, and ambiguity (Lowenberg 1993). Sandelowski (2000) 

purposes that this methodology is not necessarily abstract; she argues that if applied appropriately, 

QD can be coherent, reaching its goal to provide a straight descriptive synopsis of the findings. 

Attention will be given to Caelli, Ray and Mill’s (2003) four key areas to ensure rigour is maintained 

throughout the study. They call for the theoretical stance of the researcher to be explicit (outlined 

above in the case of this study), cohesive throughout the research (from methodology to methods), 

for tools to ensure rigour, and the establishment of a clear process for analysis (2003:9). All of these 

elements will be detailed, through this and other chapters.  
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2.4 Sources and Methods of Data Collection 

Data was first gathered using in-depth interviews and, secondly through a focus group. These methods 

are coherent with QD methodology, since they explore experiences and perspectives (Sandelowski 

2000; Neergaard et al. 2009). Neergaard et al (2009) recommend both interviews, with open-ended 

questions, and focus groups for gaining a broad, descriptive understanding of participants’ views 

(2009:2). These forms of data collection align with QD methodology and are recommended for 

conducting research with people with dementia, allowing the research to be guided by their needs 

(Brod et al. 1999).  

Interview Stage 

In-depth interviews provide safety for unearthing experiences (Cridland et al. 2016), allowing the 

participant to face the researcher, developing rapport and trust, thus helping to address the ethical 

challenge of undertaking research with vulnerable participants (Slaughter et al. 2007). This is 

particularly valuable for this study, since establishing trust can be problematic for people living with 

YOD (Brod et al. 1999), however face-to-face contact can enhance communication among this client 

group (Hellström et al. 2007). In-depth interviews were, therefore, a fitting choice methodologically, 

allowing personal and individual experiences to emerge (Bryman 2015).   

A peer debriefing was undertaken to explore the specifics of conducting in-depth interviews with 

people living with dementia. Peer debriefing in this case took place in the form of a discussion with 

five health colleagues, two nurses, two occupational therapists and a support worker, all of whom 

undertake clinical assessments and treatment with people living with dementia. Undertaking peer 

debriefing ensures credibility within qualitative research. Guba and Lincoln (1985:308) describe peer 

debriefing as ‘a process of exposing oneself to a disinterested peer... for the purpose of exploring 
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aspects of the inquiry that might otherwise remain only implicit within the inquirer’s mind’. Exploring 

the concept of in-depth interview as a method for gathering data amongst clinical peers resulted in 

the identification of the need for an interview schedule (Appendix 2 – Interview Schedule v1.2, June 

2018).  

Through the discussion, colleagues posed questions relating to the nature of lengthy dialogue with 

people living with dementia. They raised the challenge of staying ‘on-track’ and in accordance to the 

aims of the study due to the limitations of living with dementia. There was agreement that conducting 

clinical interviews with people living with dementia was always a challenge due to concentration 

waning, memory fluctuating, communication barriers and confused thoughts hindering the process. 

There was recognition of the value in creating space for meaningful exploration within the interview, 

and that providing a visual prompt for the interviewer could be helpful to manage the challenges 

whilst meeting the aims of the interview. They also suggested the need to provide an ‘aide memoir’ 

to ensure that all key areas of the interview were addressed within the confines of a limited context 

of both cognition and time. Following this peer debriefing, an exploration within literature of how to 

address these points was conducted.  

Patton (1987) discusses the use of a basic guide within in-depth interviews, suggesting a guide, or fluid 

schedule, rather than a rigid structure, is most useful for gaining meaningful yet rigorous data. He 

posits that this supports the researcher to cover all necessary areas, whilst allowing exploration of 

related topics deemed meaningful by the participant and the researcher. Ryan, Coughlan and Cronin 

(2009) suggest that any interview guide be reflective of the aims and objectives of the study, to 

provide focus for interviewer and interviewee. Providing a flexible yet focused schedule for the 

interview was considered an appropriate way to gather rich, descriptive data (Neergard 2009) and 

increase rigour within the data-gathering stage of the study. A schedule was also considered to be a 
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mitigating factor to the challenge posed by interviewing participants living with dementia (Cridland et 

al. 2016).  

Following the identification of the need for an interview schedule, a consultation with the research 

team resulted in the development of four phases within the schedule. Each phase was designed and 

developed with a specific aim. Phase One was developed in order to capture and understand the 

experiences relating to living with dementia more broadly, as a foundational platform of the study, 

and to build rapport for further exploring the specific aim of the study (Turner 2010). Phase Two was 

designed in order to investigate the specific focus of personal occupation in relation to dementia 

within the study—this is in line with DiCisso-Bloom (2006), who suggest the development of in-depth 

explorations allows the researcher to explore individual and personal perspectives. Phase Two was 

also structured in order to unearth and establish the participant’s own perspectives of meaningful 

occupation. This phase guided the direction of the interview towards the interlinking of dementia with 

occupation and SDT. Phase Three was developed in light of a key element of the study’s aim: the use 

of smart technology in the context of living with dementia. The intention behind this phase was to 

explore the specific experiences of device usage, to understand the positive and negative experiences, 

and the impact of these devices on previously identified key areas of meaningful occupation. This 

phase was structured to conduct a thorough enquiry into these crucial areas of the study, and to 

enable a flexible, deep exploration of personal experiences and perspectives (Ryan 2009). The fourth 

and final phase was included to support the researcher to reflect the initial, key observations back to 

the participant, presenting an initial point of validation from the participant (Guba and Lincoln 2006). 

Phase Four allowed for clarification of any areas left unclear from the rest of the interview, a matter 

which Harris (2010) highlights as particularly important when undertaking research with people living 

with dementia. This clarification was also considered important for establishing rigour, by allowing the 

researcher to confirm or correct any points within the data prior to analysis (DiCicco-Bloom 2006). The 
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four phases provided the structure for the interview to develop from foundational context setting to 

a robust exploration of all the angles of the research aim. This is in line with the constructivist nature 

of the study, allowing rich data to be gathered, beginning with broad brush strokes for rich description 

(Cridland et al. 2016) and leading on to more depth and nuance to obtain meaning and insight. 

Drawing on clinical experience, a section was added at the start of the schedule to provide context for 

the interview and re-cap the aims of the study.  

The specific questions within each phase were developed by drawing on the aims and objectives of 

the study, clinical experiences, and literature on how to conduct in-depth interviews with people living 

with dementia. Cridland et al. 2016 in their reflections on this process strongly recommend including 

questions that are not leading and yet also provide a clear steer. This is also an influence drawn from 

clinical practice, where, in assessment, the intent is to draw out the individual perspectives of the 

client, avoiding supposition or enquiry driven by assumption.  

The main questions within each phase were designed to establish detail, depth, vividness, nuance and 

richness. For example, in Phase Two, the question ‘what challenges do you face on a day to day basis?’ 

gives way to multiple, personal experiences being shared, bringing illumination and deep investigation 

of the nature of a life with dementia. The subsequent follow-up questions in this case provide the 

interviewer and interviewee with steer, should this be needed, providing examples relating to daily 

living, such as key areas relating to occupation (Hagedorn 2001) and ensuring rigorous exploration and 

the establishment of meaning, despite the challenge of living with dementia (Clemerson et al. 2014). 

Likewise, in Phase Three, the main question was ‘what are your experiences of using mobile/smart 

device technology?’ In keeping with the previous example, this was designed in line with the study aim 

in order to draw out detail, as well as providing a platform for sharing anecdotes and stories, to 

enhance understanding of the nuances of experiences, and the opportunity to elaborate. The main 
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question does not hone in on any one device in order to allow for this initial rich, deep exploration. 

The follow-up questions in this case were ‘what type of devices do you use?’ and ‘how do you use these 

devices?’, providing the opportunity to explore and establish meaning behind the initial descriptions. 

This led to further probing questions for continuation, elaboration and clarification. In this example, 

probing questions such as ‘what are your thoughts about using technology to help you live with 

dementia?’ were asked, to address the gaps highlighted within the literature regarding the 

perspectives of people living with YOD (Pitton-Young 2012), and experiences of using technology from 

the perspective of people with dementia (Frizardi et al. 2011).  

A similar process was undertaken in developing the topic guide for the focus group (Appendix 3—

Focus Group Topic Guide v1.2, June 2018). Discussion points, as opposed to phases, were developed 

within the questions with the same intent of gathering rich, descriptive data (Sandelowski 2000). The 

topic guide provided a platform for individual thoughts to be drawn out, asking questions such as 

‘what problems or barriers are there when using STD?’ and for other group members to concur or 

share alternative thoughts. It also considered the specific nature of YOD and SDT use, challenges faced, 

and had a future focus in relation to SDT.  

The interview schedule (Appendix 2 - Interview Schedule v1.2, June 2018) was reviewed through 

Patient and Public Involvement (PPI), in this case someone living with YOD, to invite comment and 

steer, as is recommended in qualitative research for enhancing trustworthiness and rigour (Lincoln 

and Guba 1985; Braun and Clarke 2006). During the PPI discussion, the first phase of questions 

(experiences relating to dementia) was highlighted. The recommendation was to include a prompt 

relating to diagnosis (which had not been considered previously). It was felt that people’s experience 

of diagnosis was an important aspect of living with dementia and could provide greater depth to 
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findings. This proved a useful amendment, with many participants during interview stage placing value 

on the opportunity to spend time telling their story of diagnosis.  

At the start of the first interview, a reflexive moment took place in relation to using the word 

“interview”. Experience of working with people with YOD intuitively meant the word “interview” 

seemed wrong, and was replaced with ‘this is a conversation to explore experiences about living with 

dementia, using smart devices, and the occupations that matter to you’. This provided a better 

explanation than the word “interview”, which, outside of a research context refers to a potentially 

intimidating process with a job at stake. The reflexive decision to replace the word “interview” with 

“conversation” came after ethical approval had been given, and therefore the word “interview” 

remained on the documentation. Explanation of this was provided for potential participants when 

discussing the interview PIS, offering the notion that “interview” referred to conversation. Reflections 

on reflexive moments such as these were recorded in a diary, to become more consciously aware of 

influences on the research process, such as clinical expertise. Awareness of reflexivity throughout was 

important, in order to consider the impact of multiple influences on the outcomes of the research, 

and a reflexive diary was kept in order to insightfully track each stage of the journey.  Probst (2015) 

describes reflexivity as the impact and influence of values, beliefs, assumptions, identity of the 

researcher and participant interchangeably and simultaneously on the research process. Recognising 

and engaging with such influences can enhance the validity of the findings and conclusions (Ben-Ari 

and Enosh 2011; Probst 2015). The use of a diary, for example, allowed a consciousness of reflexivity 

to grow, enhancing the confirmability of the findings through the visibility and questioning of 

influences, both positionally in relation to the study and throughout the interpretation of data. 
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Focus Group Stage 

During the second phase, the focus group topic guide (Appendix 3—Focus Group Topic Guide v1.2, 

June 2018) was considered within PPI, whereby a key contribution was suggested to host the focus 

group (FG) in a venue that would accommodate use of signs to support people with dementia in 

navigating the building (Teipel et al. 2016)—something which participants commented on as helpful. 

 The FG was carried out with three participants, two from interview stage, and one who had not been 

interviewed. Two of the five participants who were interviewed consented to participating in the FG. 

Following the interview stage, but before the FG, a gatekeeper from the local memory and dementia 

service made contact regarding a service user who met the eligibility criteria, had heard about the 

study and was keen to participate. Recruitment procedures were followed by a meeting to discuss the 

project, talking through the patient information sheet (Appendix 4—Participant Information Sheets: 

In-Depth Interview and Focus Group v 2.1 (January 2018)) and consent form (Appendix 5—Consent 

Forms: In-depth Interview and Focus Group v1.3 (January 2018)). The participant consented to be part 

of the FG. The advantage of including this additional participant was in providing another perspective 

for the FG, bringing the numbers up from two to three and, allowing for more breadth and depth of 

perspective to be gathered. The disadvantage was that because this participant had not provided 

interview data, the validation of proposed themes at the start of the FG was not necessarily applicable 

to him or reflective of his experiences. This was addressed by prolonging the opportunity for comment 

relating to the proposed themes from the interview stage, and inviting participants’ thoughts, 

including his. To address the ethical concern of sharing interview findings (albeit anonymised), the 

two participants who had been interviewed were asked privately for their verbal consent to disclose 

findings with the new participant, which was given.  
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The purpose of the FG was to cover a key objective of the study, the potential of using SDT for 

occupation, currently and in the future. This included exploring barriers that exist in relation to SDT 

use, and ideas for future development and innovation. These explorations were more suited to a FG, 

where participants could discuss and begin bouncing ideas between one other, adding to or 

challenging one another’s views (Robinson et al. 2009).  

The FG added to the study outcomes by enabling participants to dialogue openly, building on one 

another’s thoughts and generating new ideas for how SDT could be better utilised. FG guidelines were 

developed, as discussed above (see also Appendix 3—Focus Group Topic Guide v1.2, June 2018) which 

provided helpful steer in light of the research aim, whist allowing space for rich data to be gathered 

through the dialogue (Mishler 1990; Malterud 2001). 

Using two forms of data enabled participant validation of initial interview findings at FG stage, adding 

rigour to the study. Feedback in relation to initial themes sparked memories of the interviews and 

began waves of dialogue, thus validating findings, providing a natural “ice breaker” and a context to 

begin discussion. During the examination of experiences during interviews and perspectives during 

the FG, the elements within the research question could be broken down and data gathered in a 

graded way, allowing analysis to take place both separately and together. This approach fitted well 

with QD methodology, and made allowance for the distinct cognitive challenges faced by the 

participants, such as memory loss.   

2.5 Sampling and Recruitment  

Sampling for the study was purposive, with the intention of selecting ‘information rich cases for study 

in depth’ (Patton 1990:169), and not for generalisability. Neergaard et al. (2009) promote purposive 

sampling as a tool within QD (2009:2). Specifically, since participants were limited to the YOD 
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population and to those who own and use SDT, homogenous sampling was adopted (Patton 1990). 

Homogenous sampling is compatible with the study, providing a platform with enough similarity to 

explore issues in the FG, and allowing for diversity of experiences to emerge. Recruitment criteria 

included those who have a diagnosis of mild or moderate dementia, aged under 65, and who own and 

use SDT.  

Despite its reputed complexity, in particular with smaller, qualitative studies (Jonker, Cox and Marshall 

2011), NHS patients were recruited. There were several reasons for this: firstly, ethical approval within 

the NHS would facilitate a local sampling within a familiar clinical setting; secondly, the thoroughness 

of the process would scrutinise the project, providing trustworthiness and rigour; thirdly, it would 

safeguard participants through access to professional support where required. Finally, it would profile 

the study to professionals and patients, increasing connectivity and meaningful networking for greater 

impact.  

The target for the interview stage was six participants—a small but realistic number for providing 

meaningful data from a study of this size—and for the FG, four participants (Adams and Cox 2008). 

Gatekeepers were identified and approached from three local NHS teams. Opportunities were created 

to meet with professionals in discipline-specific teams, to promote the study and provide information 

for how to inform potential participants. On identifying a potential participant, the professional would 

discuss options for meeting with the researcher to look at the Participant Information Sheets (PIS) (see 

Appendix 4—Participant Information Sheets: In-Depth Interview and Focus Group v 2.1 (January 

2018)). Participants were then given the opportunity to consent to participate (Appendix 5—Consent 

Forms: In-depth Interview and Focus Group v1.3 (January 2018)). Only five participants were identified 

and recruited for interview, and two agreed to participate in the FG. Other sampling options were 

considered, such as using the Join Dementia Research service, or the Alzheimer’s Society—however 
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due to time constraints, these options were not utilised. Whilst this is a limitation within the study, 

the methodological choice allows for a smaller number of participants, since rich, descriptive depth is 

the aim (Thorne et al. 1997).  

2.6 Ethical Considerations 

Highlighting specific ethical considerations in relation to the study contributes to its overall 

trustworthiness and rigour (Munhall 1988). As discussed in the previous chapter, historically, the 

views of people with dementia were considered unreliable and excluded from research (Hopper 

2013). According to West et al. (2017), a key barrier is the challenge of ensuring ethical rigour due to 

cognitive impairment. This, West et al. argue, is a predominantly unresolved problem thus far.  

For this study, ethical guidance was drawn from academic and clinical domains. Since establishing the 

reliability of findings is arguably a challenge (Bourgois 1991), a recommended approach is to recruit 

people in early to mid-stages of dementia (Whitehouse 1999). The data-gathering techniques (in-

depth interview and FG) are recommended by Brod et al. (1999) because they allow space and a 

slower pace, which is helpful for people with cognitive impairment (Pitton-Young et al. 2012).  

Ethical approval was obtained from Coventry University (April 2018), and through NHS ethics via the 

Integrated Research Application System (IRAS). This involved a rigorous documentation process, 

followed by a formal interview panel where the project was scrutinised to ensure ethical soundness. 

Approval was given in July 2018, and whilst time consuming, this process facilitated a detailed 

platform from which to undertake the research (see Certificate of Ethical Approval). 

Key ethical points established through this approval process were that the participants had the right 

to withdraw from the study, which was explained to each participant individually at the start of the 
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interviews and the focus group stages. The timescale for withdrawing was any stage up to the point 

of anonymisation of data and this was explained to participants. The small scale and qualitative nature 

of the study could facilitate withdrawal at a late stage in the process (Brown 2010; Cope 2014), 

strengthening the ethical rigour of the study, particularly given the potential cognitive fluctuation and 

vulnerability of people living with dementia (Cridland et al. 2016). The withdrawal process was to 

inform the researcher via phone, email or via gatekeeper of the choice to withdraw. An option was 

given to contact the overseeing supervisor of the research from the university, or the patient liaison 

service within the NHS to either withdraw or complain. Anonymisation of the data was also a key 

ethical consideration to be established through the consent process, meaning that all key 

characteristics of participants that could lead to identifying them would be removed. This included 

the removal of details such as employer information, GP practice or residential areas that could 

identify the participant. Anonymisation was also supported by use of pseudonyms for participants and 

anyone they referred to (such as friends or family) throughout. Participants were given codes in the 

transcriptions and in the presentation of quotations to provide anonymity and confidentially in 

differentiating between them. Anonymisation was explained to participants through the participant 

information sheet (Appendix 4—Participant Information Sheets: In-Depth Interview and Focus Group 

v 2.1 (January 2018)). Finally, it was established that the data would be securely stored as per the 

University guidelines, password protected and stored for five years. This includes the destruction of 

confidential information immediately. This which was also explained to participants at each stage of 

data gathering and was included in the consent process (Appendix 5—Consent Forms: In-depth 

Interview and Focus Group v1.3 (January 2018)) and participant information sheets (Appendix 4—

Participant Information Sheets: In-Depth Interview and Focus Group v 2.1 (January 2018)). Safeguards 

such as these are essential for establishing ethical rigour when undertaking research with people living 

with dementia, whereby consent and capacity can fluctuate (Whitehouse 1999). 
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The challenge of reliability of consent is one that impacts the whole research process (Prusaczyk et al. 

2017). It is an area that requires specific attention, due to its controversy in involving people with 

dementia in the research process. In order to ensure validity of consent, three primary safeguards 

were established. Firstly, steer was drawn from Prusaczyk et al.’s (2017) suggestions for gaining well-

timed consent, considering lucidity, communication, cognitive decline and involving people at earlier 

or mid-stage. Secondly, 15 years of clinical experience assessing capacity to consent to treatment was 

drawn upon. This utilised transferable skills to ensure capacity was firmly established. Finally, guidance 

was taken from the Mental Capacity Act (2005), designed to protect and empower people to make 

informed choices. Applied in a research context, much of the guidance within the Act is relevant to 

establishing consent to participate. This can be seen in the design of the study’s consent form 

(Appendix 5—Consent Forms: In-depth Interview and Focus Group v1.3 (January 2018)) by including 

a section inviting participants to explain the study and their involvement in their own words. 

Additionally, images were included in the PIS, a component added in keeping with the Act to provide 

a visual memory prompt. Whilst obtaining valid consent within this field is not simple (Prusaczyk et al. 

2017), addressing the concerns posed, with guidance from established standards and within law has 

securely authenticated the ethical validity of the study. 

2.7 Trustworthiness and Rigour 

Another important aspect of establishing robust findings within qualitative research is trustworthiness 

and rigour (Lincoln and Guba 1985; Hipps 1993). Miles (1979) describes qualitative data as an 

‘attractive nuisance’ (1979:24), because it is full of rich and interesting information, but the extraction 

is challenging due to the many options for analysing data, some of which lack credibility. Some of 

these options fail to scrutinise the data to the extent that would mean the outcomes hold up to 

standards of rigour. Neergaard et al. (2009) argue that with careful attention, rigour is achievable in 

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

64 

 

QD. Locating the study in a theoretically approved approach to rigour supports the authenticity of the 

study (Mishler 1990; Shenton 2004; Guba and Lincoln 2006). Demonstrating trustworthiness within 

the study validates findings and enhances effective application of evidence to practice (Cope 2014). 

In this case, relevant elements from Lincoln and Guba’s (1985) method—covering transferability, 

dependability, credibility and confirmability—were adopted to guide the study. Key examples of these 

elements within the study are that of participant validation, as detailed above, and peer debriefing as 

referred to in discussion of interview schedule development (see 2.4 Sources and Methods of Data 

Collection).  

Peer debriefing took place on four occasions throughout the course of the study: firstly, following the 

formulation of the research question and proposal, secondly, following ethical approval but before 

the first interview (the result of which, in part, was the interview schedule as discussed in 2.4 Sources 

and Methods of Data Collection), thirdly, after data gathering but prior to analysis, and, finally, 

following analysis with a view to dissemination and impact. On each occasion, the dialogue with peers 

resulted in specific influences within the study. Examples of each stage will be discussed to 

demonstrate impact and transparency of this method on each stage of the process. 

Debriefing 1: Formulation of the Research Question and Proposal 

In attendance at this debriefing were memory clinicians, psychologists, nurses and OTs. With the 

proposed research question displayed, the attendees were given the opportunity to ask any questions. 

The primary questions they asked related to the technology focus, asking questions such as ‘why is 

there a focus on smart devices?’, and queries related to the importance of assistive technology in 

relation to this study. There was also a consideration as to the location which would be best to conduct 

interviews with people. This interaction with peers provided a steer on how to define smart devices, 
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and raised the idea of including smart speakers (such as ‘Alexa’) in the definition of smart devices. This 

initial debriefing also supported reflexivity of the gap witnessed in clinical practice in relation to 

younger people with dementia, and how this experience had influenced the rationale to focus on this 

population within the study. The discussion around where to conduct interviews supported the 

rationale to meet people in their own homes. Many colleagues stated that this would help to address 

the power dynamic between researcher and participant, and additionally that being in familiar 

surroundings would allow for more authentic responses from the participants.  

Debriefing 2: Following Ethical Approval Before Interviews  

In addition to the resulting interview schedule, this debriefing focused on communication. 

Therapeutic use of self was considered in terms of research skills in conducting an interview, as well 

as questioning as to whether participants’ body language would be captured or described and 

interpreted as part of the data (Hagedorn 2001). This led to a consideration of how to apply 

occupational therapy training regarding consciousness of all aspects of communication, to be 

conducive to a successful interview. The possibility of becoming a therapist by potentially offering 

solutions was highlighted, and became an important reflexive consideration within the interviews, by 

consciously remaining the researcher rather than adopting the more familiar role of therapist.  

Debriefing 3: After Data Gathering, Prior to Analysis 

This debrief comprised primarily of OTs and psychologists, some of whom had research experience. 

The areas discussed in this session were how to ensure plenty of space for interpreting meaning in the 

data, and how to interpret meaning from data through a clinical lens. The peers questioned how being 

an experienced OT might influence what I heard participants telling me. The impact of this interaction 

was to transcribe the data myself, recognising this encourages immersion and depth of interpretation 
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(Braun and Clarke 2006). Reflexive awareness grew with this debriefing, as to the meaning attributed 

to the data as a result of clinical experiences; new consideration was given to what had already begun 

to form as important through engaging in the interviews prior to transcription. 

Debriefing 4: Following Analysis with a View to Dissemination and Impact 

The final debriefing included the clinicians, described above, and a member of the marketing team 

being invited to provide input from the perspective of dissemination. During this discussion, the peers 

asked whether the research had been worthwhile, and how to ensure patient benefit through the 

findings. This was an opportunity to reflect on the findings and the multiple considerations as to the 

impact and benefit of the study. It was also useful in discovering local opportunities, such as the 

technical support that might be available within the health trust. The result of this was the contact 

made with communications and information technology professionals within the NHS trust to begin 

considering technology support for people with YOD. Their contribution was to question certain 

aspects, such as ‘why focus on smart devices?’, creating an opportunity for further scrutiny and 

justification of the project. Relevant aspects of Lincoln and Guba (1985) guide to trustworthiness and 

rigour provided steer throughout all elements of the research methodology, not least through the 

analysis process. 

2.8 Analysis 

This section provides a theoretical overview of the analysis, with consideration of ontological and 

epistemological framing. It will then explain the process of data interpretation in providing an 

authentic, descriptive account, in alignment with the study’s original question. 
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Theoretical Positioning 

In line with Sandelowski’s (2000) and Neergaard et al.’s (2009) work, thematic analysis was adopted 

to provide a rich description of the data, authentically representing the voice of the participants.  

Thematic analysis is a useable, practical tool, compatible with all forms of qualitative data (Todres and 

Holloway 2006) and its utility is fitting for a study that seeks to provide a rich description through 

analysis (Braun and Clark 2006). At the same time, it allows for flexibility (2006:4) and enables the 

reflexivity within descriptive exploratory studies to be maintained. Specifically, an inductive, 

interpretive approach to the analysis of the data (Broom and Willis 2007) was adopted. Interpretation 

of meaning within the analysis process is influenced not just by the participant’s voice, but by the 

reflexive ‘perceptions, inclinations, sensitivities and sensibilities of the describer’ (Neergard et al. 

2009:2), and examples of this will be given. 

Themes were interpreted descriptively to bring rich meaning and applicable conclusions, thus 

supporting the impact aims of the study (Braun and Clark 2006). QD methodology has enabled greater 

proximity to the data during the analysis stage (Neergaard et al. 2009:2), identifying person-centred 

themes, and enabling meaningful interpretation (Giorgi 1992)—for example the linking of descriptions 

of work with MO, as will be described. Thematic analysis is particularly compatible with QD, ideally 

placed for descriptive studies into a new, unexplored area within the health domain (Colorafi and 

Evans 2019). Since thematic analysis has often been criticised for lacking rigour and thoroughness 

(Vaismoradi et al. 2013), adhering to a recognised structure provides a context for the data corpus to 

be taken apart and described in a coherent and useful way. Braun and Clarke’s (2006) guidelines were 

adopted, as detailed below, to add thoroughness in the analysis process, providing methodical 

structure, without compromising flexibility in handling the data (Ryan and Bernard 2000; Antaki, 
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Young and Finlay 2002; Vaismoradi et al. 2013). The interview schedule and topic guide aided the 

analysis process, by providing a reference point to link the themes identified within the data to the 

key components of the study aim represented in the phases, questions and areas of exploration within 

the interview schedule and topic guide.  

This analytical choice allowed the research question (occupational interests; how dementia affects 

daily living; use of smart devices) to be drawn out from the data iteratively and inductively with 

recognition of reflexive bias, such as the occupational therapy theoretical paradigm, as discussed in 

2.2 Underpinning Philosophy (Hagedorn 2001; Gupta et al. 2004; Kielhofner 2009).  

Analysis Process 

The following six steps by Braun and Clarke (2006) are described in the context of how they were 

followed during this study, applied first to the interview data, then to the FG data, finally bringing 

codes and themes together. 

Become Familiar with the Data 

Familiarisation with the data took place by reading, re-reading and transcribing the audio of the 

interview and FG data. Transcribing facilitated a key element of immersion into the data (Bird 2005), 

as writing verbatim provided an opportunity to hear the participants slowly, and consider codes and 

meaning at the same time. Noteworthy sections were highlighted, for example in Table 2, the 

participant is describing something of meaning to them (work/career) and identifying a limitation 

(‘can’t do…jobs’, ‘couldn’t function’) caused by a symptom of dementia (‘keep getting lost’). 

Each of the transcript extracts include pseudonyms and participant codes. The researcher is also coded 

as ##NMcGI## for interviews and ##NMcGFG## for focus group. Interview participants are coded with 
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a pseudonym letter (D, B and so on) followed by ‘PT’ to represent participant and a number (1-5), 

indicating the order in which they were interviewed. For clarity throughout, the researcher code will 

remain in black with bold formatting and the participants will be in different colours to distinguish 

each. A full list of demographic details of the participants including their codes is found in Appendix 

6—Demographic Details of Participants. 

Table 2: Example of Noticing Meaning in the Data 

##NMcG## 

and you describe it as meaningful, your career? 

##DPT1## 

very meaningful 

##NMcGPT1## 

you enjoyed your work... 

##DPT1## 

and I suppose now I know what I can’t do, erm, a lot of those jobs, because I keep getting lost so I 

know I couldn’t function in that role 

 

Further detail was added through commenting on the highlighted areas (Table 3), clarifying the 

meaning and context of the discussion, exploring the inherent meaning of findings and noting these 

to help with the analysis. 
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Table 3: Example of Commentary on Meaningful Sections 

 

Initial Coding 

As recommended by Braun and Clarke (2006), once key statements from interviews had been 

identified, and meaning attributed to them, research aims and objectives were revised to help guide 

the formation of themes. Themes refer to patterns across data sets, identified as important in relation 

to the research question (Braun and Clarke 2006; Bryman 2015).  

Identification of what was considered worthy as a theme was influenced by a number of reflexive 

factors (Neergard 2009). One such factor was the ‘therapeutic use of self’ (Taylor and Melton 

2009:123), a core skill within OT, as referred to in the discussion on debriefing in 2.4 Sources and 

Methods of Data Collection and 2.7 Trustworthiness and Rigour. This is a process by which the 

therapist uses verbal and non-verbal skills, self-reflection, emotional exchange and other aspects of 

personality to connect with the client (Solman and Clouston 2016).  

Following interview stage, eight or nine initial codes relating to key areas of the research were 

identified by scrutinising each data set individually (Appendix 7—Initial Codes). A code is a feature of 

the data that appears interesting to the analyst (Braun and Clarke 2006).  

Example of more developed codes are seen in Table 4, with the other areas (MO and YOD in Appendix 

8—More Developed Codes). 
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Table 4: Example of Coding 

Smart Devices: 

• Thoughts and reflections—opinions, considerations 

• Experiences of—devices and their function 

• Ideas—suggestions and improvements 

• Barriers—inaccessibility, restriction 

• Frustrations—technology and support 

• Relative to employment—how it is or might have been used 

• Value/benefits—support they give/offer 

• Relative to dementia—implicit and explicit 

Table 5 shows how these codes were formed within the analysis process. This example code relates 

to participant’s stories of how dementia affects their life (full example of this in Appendix 9—Example 

of Transcript and Coding). This was done through identifying ‘different but linkable parts’ (Braun and 

Clarke 2006:67) from across all the data.  

Table 5: Example of Coding Becoming Initial Themes 

Example Code 

1. ##BPT2## I think we thought I had 

depression, but over the time there was 

more things… he told me that I’d got 

dementia, the Alzheimer’s, early 

Alzheimer’s.  

 

How dementia affects life 

2. ##EPT3##The only thing that’s prevalent for 

me is forgetfulness 

 

How dementia affects life 

3. ##MPT4## but I can remember getting in 

the car, and thinking and looking at the car, 

and thinking ‘what is it I’m meant to be 

How dementia affects life 
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doing here?’ And I remember thinking 

‘that’s really scary, it’s the car’ 

 

Searching for Themes 

Following the coding of interviews, four broad themes were identified and sent by email to 

participants for validation (Appendix 12—Participant Validation Document). These were: (1) 

Work/Productivity/Activity; (2) Education in How to Use Technology; (3) Stigma and Shame Related 

to Living with Dementia at an Early Age; and (4) Roles and Independence. Giving participants the 

opportunity to respond to themes addresses rigour and trustworthiness within overall findings, 

through undertaking participant validation (Lincoln and Guba 1985; Braun and Clarke 2006). Only one 

participant responded, stating they had ‘nothing to add’, highlighting that perhaps a written document 

may not be the best way to gain validation from people with dementia. On reflection, if the study 

were to be repeated, alternative methods of participant validation would be considered. As Swaffer 

(2014) suggests, people living with dementia find written responses, in particular ones that require a 

timely response, to be problematic. Whilst methodologically speaking, a written request for validation 

was acceptable (Mishler 1990), recognising the cognitive impairment as a barrier may have resulted 

in another means to gain such validation. This could be in the form of a phone call, or a face to face 

interaction, depending on the needs of the participant. With more time than this study allowed, 

greater attention could have been given to discovering alternative means for validation from 

participants. 

These were, however, discussed at the start of the FG to invite comments, rebuttals and additions, 

thus ensuring validation by participants. The participants confirmed, approved and identified with 

each theme from the interviews.  
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The development of themes took place in two ways. Firstly, looking at experiences (mainly but not 

exclusively drawn from the interview stage) and secondly perspectives (mainly but not exclusively 

drawn from the FG). Methodologically, this has allowed for an expansive yet deep understanding of 

participants’ views whilst also acknowledging the purpose of the methods used for data collection, 

both individually and more meaningfully in relation to one another. At this point, further examination 

of interview data took place before reviewing codes in light of both interviews and FG, before 

collapsing codes into themes. Six broad themes were identified and are detailed below, with themes 

2 and 4 providing examples of which codes contributed to the theme: 

1. Shame and loss – loss of work/occupation, function, dignity, value, responsibility, role, identity, 

societal stigma 

2. The Importance, Meaning and Value of Employment as Occupation – past, present and future 

(This brought together the codes relating to work in the past and present, hopes, socialisation, self-

worth/value, descriptions of occupation and loss/shame, opportunity.)  

3. Lack – resource and support in services, productivity in activities, targeted technology 

4. Potential of Devices – with adequate support, education, bespoke attention and collaboration 

(This brought together the codes relating to work in the present, thoughts on SDT, ideas, devices in 

relation to work, value of devices, devices related to dementia, socialisation and barriers.) 

5. Frustration – lack of opportunity, poor services, living with dementia, limitations  

6. SDT – uses, benefit, function, limitations, challenges, value, ideas 

The process by which the reviewing of themes took place required a level of reflection; the first 

thematic map can be seen in Appendix 10—First Thematic Map. 

Reviewing Themes  

Refining and reviewing themes was done by re-reading all of the data, considering primary messages 

from earlier identified themes, drawing together areas and mapping out new themes that would 
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capture the primary meaning, truthfully allowing the voice of the participants to be heard (Braun and 

Clark 2006). A refined thematic map can be seen in Appendix 11 – Refined Thematic Map.  

Below are the refined themes:  

1. Devices: Current Use, Value and Limitations – Current role, usage and frustrations 

2. Value of Employment as Meaningful Occupation – Primary expression of identity, value, 

purpose and self esteem 

3. Past, Present and Future Loss – Consequences of living with dementia 

4. Stigma of Dementia at a Young Age – Effect on health, engagement and inclusivity 

5. Potential and Perspectives of SDT – Collaboration, joint innovation, smart device 

development, raising awareness, employment, education, support  

Defining and naming themes 

Braun and Clarke (2006) recommend a process of peer review to adequately name and define themes. 

During this phase, the supervisory team reviewed themes, resulting in merging five themes into three. 

This provided further definition and an in-depth yet broad view of the findings. Following this stage, 

finalised themes brought together were themes 3 (Past, present and future loss) and 4 (Stigma of 

dementia at a young age), becoming the new theme 1 (Dementia: Stigma and loss), allowing the 

interpretation of the experience of dementia to involve a strong emphasis on stigma and loss. Theme 

2 (The value of employment as meaningful occupation) remained the same in thematic content, but 

its title changed to a more succinct version (Meaningful occupation: employment), and refers to the 

value of employment as meaningful occupation. Themes 1 (Devices: current use, value and 

limitations) and 5 (Needs and ideas for the future) were brought together into a new theme 3 (Smart 

devices—now and in the future). This theme deals with current SDT experience, and future 

perspectives for technology development. The final themes are therefore: 
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1. Dementia: Stigma and Loss  

2. Meaningful Occupation: Employment 

3. Smart Devices: Now and in the Future 

Producing the report  

This stage, defined by Braun and Clarke (2006) as the interpretation and application of meaning from 

the analysis undertaken, will be explored in the discussion chapter (Chapter 4—Discussion). 
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Chapter 3—Findings  

Introduction to the participants 

Table 6 provides an overview of the demographic details of the participants within the study. 

 Table 6: Participant Demographics 

These participants broadly represent the characteristics of people living with YOD, providing an 

overview of the important features of the participants within the study and supporting the 

transferability of the study. 

This chapter will discuss the findings in relation to the three themes drawn from the analysis phase; 

these are: 

1. Dementia: Stigma and Loss 

2. Meaningful Occupation: Employment  

3. Smart Device Technology: Now and in the Future 

Gender How Long 

Diagnosed  

Age Dementia 

Type/Stage 

Employment Status Interview And/Or 

Focus Group 

M 16 months 54 Mixed-type mid 

stage 

Retired (ill health) Both 

F 7 months 55 Alzheimer’s early 

stage 

Unemployed Just Interview 

M 5 months 59 Mixed-type mid 

stage 

Retired (ill health) Just Interview 

F 3 years  55 PCA mid stage Employed Both 

F 9 months 55 Alzheimer’s early 

stage 

Recently dismissed 

from paid 

employment, now 

volunteering 

Just Interview 

M 10 months 53 Mixed-type  Retired (ill health) Just Focus Group 
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The themes identified will be discussed in relation to the study’s aim, to understand the experiences 

and perspectives of people with YOD of using SDT to enable MO. In order to do this, emphasis will be 

placed on key aspects within the findings that relate to general experiences of SDT use and specifically 

in relation to employment, which was identified as a primary MO. Themes will be discussed separately 

and in relation to one another, in order to draw conclusions and provide a platform for discussing 

implications with relevance to the research question. 

3.1 Dementia: Stigma and Loss 

This theme refers to a unique aspect of living with YOD, that of stigma and loss (SL). Exploring how 

people with YOD experience dementia in relation to SL will help to contextualise how smart device 

technology (SDT) might provide meaningful support in the future. Findings show that people with YOD 

uniquely experience SL in and across their daily lives, with detrimental impact on mental health, 

socialisation, wellbeing and maintaining meaningful occupation (MO), especially employment. In 

order to offer meaningful answers to the research question, SL will be considered separately and 

together, predominantly in relation to the impact of these factors on MO. 

Stigma 

Findings show that stigma predominantly originated from two primary external sources: society, and 

services for people with dementia.  

Stigma in Society 

Participants spoke with detail about the stigma experienced in society and the resulting impact of this 

on their lives, explaining that it prevents them from accessing meaningful engagements. This is 
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demonstrated in the following quotation, where the participant describes being treated unfairly due 

to displaying confusion:  

It’s not a physical illness where people can see it, people don’t expect you not to be able to do 

things, people think you might be taking the mickey or… like that woman in the café, that’s 

stopped me going in there now. ##BPT2## 392-400 

This societal stigma was often attributed to appearing the ‘wrong age’ to display symptoms such as 

confusion (about money in a shop, or the identity of someone who appears to know them), as 

demonstrated in this example about life in society whilst living with YOD: “You do though, you feel 

shame that you have to go into somewhere, people don’t expect it at my age” ##Part1FG## 819-82 

Participants also described stigma within society as being fuelled by fear and misperception, in 

particular in relation to being younger. This was linked to the reason why MO through employment is 

difficult to attain. Here, a participant explains why employers may not view someone with dementia 

as employable: 

Society still has that awful thought in their mind of someone dribbling, or in a nursing home 

hitting another person, where they used to put elderly infirm, and that’s still the perception 

they have… they don’t expect a young person… ##Part1FG## 157-159 

Barriers linked to MO through employment is compounding mental health problems created by lack 

of tolerance within society towards people with YOD. Here the participant is talking about the 

depression caused by lack of employment: 
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It can be very debilitating, in so much I suffer greatly with depression, because I’ve achieved, 

I’ve had a very good, very fruitful, thankful experience through every job I’ve done, I’ve loved 

every job I’ve done. ##DPT1## 203-205 

Stigma in Services 

Findings show dissatisfaction with services in relation to supporting people with YOD in general, but 

participants paid particular attention to the lack of support for accessing MO, especially employment, 

a challenge uniquely associated with being of working age. The following example emphasises this, 

recounting the occupational health appointment post-diagnosis: 

Everybody’s said ‘well no, you just have to give up work’ no more, that’s it… During the 

(occupational health) consultation he basically said, ‘Oh well,’ (having started to look at some 

of my notes) ‘Oh well, what is it you do?’ ‘Well I’m a minister’ and he just said ‘Oh well I’ll be 

saying...’ (he hadn’t even looked at the information, hadn’t chatted to us) ‘I’m going to sign 

you off as not able to work again.’ No offer of support to carry on… nothing from Dementia 

Services, either. ##MPT4## 162-165 

Likewise, a lack of YOD, person-centred support within mainstream services was experienced by most 

participants, and was the subject of conversation during the FG. Here participants are considering SDT 

options that might provide assistance to mitigate this lack of support: 

Maybe it could be something around what we’ve described, apps or whatever or when 

somebody gets a diagnosis, and someone says, ‘what might help me?’ there would be a range 

of things, or ‘some people have found this helpful’ you know. ##Part3FG## 
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There are only 4 or 5 or 6 or 7 (formal visits or sessions) and then that’s it, and it stops and 

that’s it!  You get a bit of information, a bit of contact and that’s it. ##Part2FG## 

              Then the rest is down to our loved ones. ##Part3FG## FG 906-919 

Participants’ experiences of stigma in society and in services specifically relate to engagement in roles 

and responsibilities pertinent to a younger age. This restricts access to MO, especially through 

employment, causing loss of purpose and unfulfillment.  

Loss 

Loss, in this case, relates to the experiences of living with dementia at a young age, and refers to 

perspectives of functional identity such as roles, occupation, responsibility and independence, as seen 

in these examples: 

Example 1 

It’s a big problem for me now the cleaning, I do it partially myself but I forget. I cook sometimes, 

but I mostly get food outside and eat... If my brain was not broken I could go and do lots of 

things for myself instead I have to rely on people. ##EPT3## 421-424 

Example 2 

I’m in my 50’s, erm, it’s full of challenges and it’s that feeling of it being full of loss. ##MPT4## 

40 
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The psychological impact of loss of identity was expressed: for example, diminished self-worth, 

reduced sense of value, and loss of dignity. Participants linked these losses with mental health issues 

and low self-esteem, as described here: 

…The first two years I was very depressed, very down, I wasn’t able cope with it very well. And 

I used to get frustrated, and even now I hear voices saying to me ‘you’re stupid’—the initial 

diagnosis and then going to the doctor having to do these tests, where you have to remember 

things or do sums. I can’t do sums now to save my life…  ##DPT1## 308 

Another aspect of loss relates to using SDT. When exploring experiences, frustrations arose regarding 

the use of SDT. People with YOD are experiencing loss due to their cognition, and consequently their 

ability to manage complex SDT represented another aspect of loss, as exemplified through the 

following interview discussion, which demonstrates loss of confidence, loss of self-worth and a loss of 

mental health: 

You said you were aware that phones can do a lot more than texting and phoning; what else 

do you think a phone can do?  ##NMcGI## 

Since I don’t do such things, I may not know how to describe it, but they use it for other things, 

other than phoning and texting… I’ve been defeated from my main objective of trying… and I 

fell into a depression, no happiness, and without happiness you can’t be pushing forward, 

there’s nothing pushing. So, if I was more interested in the phone and dementia would come, 

it would stop me… All I do is phone me I phone you… and I can still remember how to send a 

text. ##EPT3## 326-343 
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These finding shows that from participants’ experience, SDTs represent another unique challenge, by 

causing more SL due to not being able to engage with them the way peers without dementia do.  

In summary, this theme found that people with YOD uniquely experience stigma and loss caused by 

society and services, by their generic approach, which is unfit for purpose. Along with the cognitive 

and functional impact of dementia, stigma causes loss in areas such as MO through responsibilities, 

self-worth and employment, which in turn have compounding effect on mental wellbeing. SDT was 

found to contribute to the feelings of SL with their complexity limiting engagement. High importance 

was placed on the value of employment as MO. Experiences and meaning associated with 

employment will be explored in more detail with a view to considering how SDT might be meaningfully 

developed for people with YOD.   

3.2 MO: Employment 

Findings show that SL is associated with restricted access to MO—for example, employment. Since SL 

was a main theme of the findings, it is notable to consider it in the light of employment. OT philosophy 

(Hagedorn 2001; Gupta et al. 2004; Kielhofner 2009) which has reflexively shaped interpretation of 

findings is concerned with increasing wellness through engagement in MO. Descriptions of 

employment and feelings relating to it, including SL, was of major importance to the participants—in 

fact, during both interviews and FG there was minimal focus on any other kind of occupation, for 

example care-giving or managing ADL. Because of this, exploration of findings relating to employment 

will provide further context for understanding the potential meaningful use of SDT.  

Employment was discussed with passion and enthusiasm, as highlighted here: 
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It is good to work, not tedious work, you have to find something sensible; if it pleases you and 

you like it, do it! We don’t have time for dementia, when the brain is occupied properly—I think 

the preoccupied brain must develop the functionality. ##EPT3## 278-280 

 So, it sounds like work has been very, very rich and fulfilling for you? ##NMcGI## 

Oh God yes, very meaningful. ##DPT1## 110-117 

This theme is broken into three sub-themes: Meaning in Past Employment, the Present Void and 

Discrimination. 

Meaning in Past Employment 

Throughout interview and FG stages, in response to the researcher’s question ‘so what do you find 

meaningful?’ participants were keen to share stories relating to past employment, speaking in detail 

about their work, responsibilities, roles, and the value associated with their past employments. 

Alongside this narrative, and in line with the previous theme, were stories of stigma in the workplace 

relating to perceptions of dementia, as demonstrated here, where a participant describes losing her 

job unfairly due to having dementia. The participant is speaking about changes to tech systems at 

work that alienated her from her job: 

I didn’t like the idea that they didn’t even try and show me—okay, it might have taken me 

longer to pick it up than others, but who’s saying that I wouldn’t have been able to do it? I 

figured it out myself how to do stock enquiries, I did that myself. At the end of the day they 

were saying ‘All she does is like cleaning and stuff’ and I said ‘Yes but I can scan the parcels, I 

can do de-tagging, I can do tag association’ but they didn’t want to entertain that. ##CPT5## 

94-99 
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And in this example, expressed emotionally, despite occurring several years ago: 

And I suppose now I know that I can’t do a lot of those jobs, because I keep getting lost, so I 

know I couldn’t function in that role. And yeah, I suppose if you’ve got somebody who’s still in 

employment and they’ve got a good employer… I was sacked, by the way, because I was just 

losing the plot. ##DPT1## 207-208 

Despite the Equality Act (2010) providing a legal framework for equal access to work, experiences 

show that maintaining employment is complex, with issues such as stigma and lack of reasonable 

adjustments bringing an abrupt end to working lives, and consequently an end to a valuable MO.  

The Present Void 

Participants expressed frustration, boredom, worthlessness, and loss in relation to routine, 

responsibilities, and value, as a result of being ‘unemployable’. Findings show this loss and shame is 

linked to an occupational employment void, whereby people with YOD are often denied the 

opportunity to contribute to the workforce, despite believing that they have value to offer, as 

expressed here: 

If you’re someone who’s dealing with it from a day-to-day basis, you can see it for what it is, 

and I think you can work together, you can work with others that have it, if you get this group 

of people, we’ll say ‘Well okay then, what can they do, what skills have they all still got?’ 

Create a list, social skills, what can we do? What academic skills have we all got? 

##Part1FG## 387-388 

The lack of opportunities regarding employment was raised again and again, and the need to address 

or challenge this was pertinent within many of the conversations, as seen in these two examples:  
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Example 1 

Employers aren’t going to encourage people, either because their bosses themselves are 

saying ‘Oh no somebody with dementia, why would we do that? It’s going to be far too 

complicated and we’ve got too many other things to bother with.’ So unless we’ve got some 

way to facilitate and enable people to continue to work with support… ##Part3FG## 323-328 

Example 2 

People aren’t willing to give people an opportunity, and I think you have to also take on the 

fact that people are going to think immediately that if you tell people you’ve got dementia, 

people just think ‘Oh, well, you’ve lost the plot’ ...I think it’s almost like we need to have our 

loved ones campaigning, saying ‘This can be different, how do we make it different, how 

could we be part of making that different, and how are we going to help you get to where 

you need to be?’—which is wanting to be in employment. So there’s things that need to take 

place in order for these to take place. ##Part3FG## 423-435 

Despite the lack of opportunity, participants voiced aspirations for how they might fulfil employment-

focused goals, with one participant self-advocating and walking into a charity shop to pursue voluntary 

work in the same week as being dismissed from paid employment, on grounds of incompetency. In 

conjunction with the sense of personal meaning associated with employment, participants expressed 

still having something to offer others within the workplace. Self-worth, which contributes to the 

occupational meaning of employment beyond the personal or financial benefits, and often 

experienced with rejection, can be seen in earlier examples and here: 

Ok, what was important to you about work? ##NMcGI## 
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Somewhere to go and meet people rather than being stuck at home all the time you know, 

we can still do some things! ##CPT5## 118-123 

Discrimination 

Intertwined with past and present loss associated with employment is the issue of discrimination. The 

findings in this study identify discrimination within the dementia arena, experienced by people with 

YOD in relation to employment. Findings link this discrimination primarily to a poor understanding and 

tolerance of dementia, and thus leading to stigmatisation and exclusion. This is seen in this example 

of a participant’s conversation with her former manager, identifying the discrimination she felt at 

work:  

…‘Well how do you feel at the moment?’ and I said ‘Well if you want my honest opinion I 

don’t want to come back’ and she said ‘Oh! Why?’ and I said ‘Because I just feel like I’m going 

to be constantly watched and I can’t work in an environment like that.’ ##CPT5## 195-198 

Discrimination was experienced during employment, but also in the loss of employment due to advice 

from health services, or as dementia symptoms became more apparent. Poor support within 

employment and health services was cited as key in failing to tackle this. Findings show that as 

symptoms increased and awareness grew of the challenges to perform tasks at work, anxiety 

associated with an uncertain future pertaining to a working life began to develop. The realisation of 

both the fear and discrimination likely to be experienced proved an unbearable challenge for many 

participants, highlighted here: 

In the beginning I did [enjoy work]; initially I could do everything, and then obviously I got 

this problem, and it’s as if something in the brain just shuts down... like I kept forgetting my 
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PIN, stuff like that, I couldn’t remember it—but then I started writing it down, and putting it 

in my locker, you know which was alright, but… towards the end, when this new system came 

in… I just couldn’t get my head round that. Sort of like when you were picking stock I thought 

‘I can’t cope with that’, that was too much. Because I … said ‘You have to give me one job at 

a time, you can’t say ‘Rachel, do this, do this, do this’—it doesn’t work like that.’ ##CPT5## 

130-150 

Another aspect of discrimination relates to specific reflections by participants during the FG stage. 

One participant, who was still employed, initially chose to hold back this information whilst others 

shared the disappointment and frustration of their employment experiences. When this was 

disclosed, it was done so from a deferential position on the part of the participant. There was a sense 

that she felt lucky to be still employed, and grateful towards her employers purely on the basis of 

letting her remain employed. This deference is seen in this dialogue during the FG: 

I am employed and it’s a great position you know the fact that they were willing to take that 

on board … ##Part3FG## 

But people don’t want it—as you say, you’re in the way. ##Part2FG## 

I think it’s fear of the unknown isn’t it? Because you’re okay now, but what might you be 

doing in a week’s time? You know, you’ve got the form of dementia where people start to 

undress themselves, you know, your office is society, your employment is society… 

##Part1FG## 
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I think it’s great, the fact that people are willing to give you an opportunity, I think you have 

to also take on the fact that people are going to think immediately that if you tell people 

you’ve got dementia, people just think ‘Oh, well, you’ve lost the plot’… ##Part3FG## 401-409 

This led to a reflection on ‘pioneering’ organisations, who have employed someone living with 

dementia, and were considered by participants as altruistic, understanding and charitable. Within this 

dialogue, there was no consideration that the participants may, in fact, offer value within a work or 

employment context, and therefore warrant their place. This point is highlighted in these examples: 

Example 1 

Fortunately, my employer is really good, he’s been brilliant actually, right from the word off—

he said ‘Do what you have to do’, you know he gave time, masses of time off, and he’s just 

been a really good employer. ##MPT4## 116-117 

Example 2 

Can I throw something in very quickly? There used to be in employment that every company 

had to take a percentage of disabled people, but that doesn’t happen anymore does it? 

##Part1FG## 

I think it’s about in some places but not everywhere, it’s sort of gone by the way, you’re right. 

There’s a lady—you’ve possibly seen her in an Alzheimer’s magazine, who is employed by a 

supermarket... and it was in the news, and it was in the Alzheimer’s thing, and that was great—

someone who worked there continued to support her to say ‘We’ll help you as much as we 

can.’ And she’s doing a lot of campaigning, she’s involved in doing different things… 

##Part3FG## 
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That's fantastic, really is good! ##Part1FG## 

It really is you know ##Part3FG## 

Yeah, but how long will they do that? ##Part2FG## 

Well, they’ve done it for a wee while now, for a long time. And they were supporting her, that’s 

the thing isn’t it? If you’re enabled to, physically—for some people it might be a physical thing, 

they might not be able to see or... ##Part3FG## 

Well yes, but as they say, people will only take on a single person, or two people that are 

disabled… ##Part2FG## 441-480 

Findings show that, despite recognising the effects of stigma and discrimination within services and 

the workplace, and despite the belief that employment is purposeful and meaningful, people living 

with YOD have, themselves, become stigmatised in their own perspectives of themselves. They have 

internalised discrimination, and have accepted, in some ways, the loss and devaluation associated 

with living with dementia.  

People with YOD live with SL, especially relating to the discrimination faced in accessing employment. 

Considering this in light of SDT use and its potential becomes relevant when investigating how it may 

become meaningful for people with YOD. Linking SDT potential to MO through employment provided 

rich understanding of the preferences and needs of people with YOD.  
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3.3 SDT: Now and in the Future 

In order to explore findings of how SDT may support maintaining MO—in particular in employment—

and what developments are required, a clearer understanding of the experiences of people with YOD 

regarding use of SDT is necessary.  

A primary focus within the interviews was to understand how people use SDT, and how they feel about 

using it. It was also to understand whether SDT contributes any value to supporting MO. The earlier 

stages of the interview explored experiences relating to living with YOD and the impact of this on MO. 

It became clear that people were keen to talk about MO challenges, especially relating to employment 

(as has been considered). When it came to drawing attention to SDT, this became hard to steer, since 

participants wanted to continue discussing employment experiences. As addressed above, part of this 

reluctance could be linked to SDT representing loss and frustration. During the focus group, SDT 

potential was mainly linked to employment, since this had been established as a primary MO during 

interview stage. Current SDT use and future potential are considered as sub themes, to gain a rich 

understanding of perspectives of the participants in relation to each.  

Current use of SDT 

Findings showed participants used three devices: smart phones (owned by all), tablets (owned by 

three) and a smart speaker, such as Alexa (owned by one). Smart phones were predominantly used 

for phone calls, messaging (text and WhatsApp) and internet browsing. Some participants used their 

phones for watching You Tube. Tablets were used for note taking and entertainment, and the smart 

speaker was used for the radio, reminders (such as appointments), and information such as the 

weather. Of the devices owned, only the smart speaker had an explicit purpose of managing memory 

loss caused by dementia. Despite having a function, it became clear that SDT had limited current 
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applicability, with participants speaking with frustration or indifference in relation to their devices.  

There appeared to be two main reasons for the limited use and lack of value attributed to SDT: 

complexity; and frustration due to the complexity, considered below.  

Complexity 

During interview, participants showed no enthusiasm relating to the value of SDT, and devices were 

found to be used tacitly, with complexity referred to regularly as a barrier, as seen in this interview 

example: 

So, what devices do you own? ##NMcGI## 

Just a phone. ##CPT5## 

So, you don’t have an iPad or anything like that? ##NMcGI## 

No, technology and me don’t go together! Greg was going to buy me an iPad, he had a laptop 

and he tried show me and... I just find it too complex and I can’t do it. I get frustrated with 

myself, then he gets frustrated and I just say ‘Oh, for God’s sake give up, there’s no point buying 

me an iPad Greg, I won’t use it.’ ‘Well you can do Sudoku’ and I said ‘I’ve got my colouring 

books.’ ##CPT5## 446-441 

Participants spoke about their devices as having some helpful functionality, but often cited their own 

declining cognition, or the speed and confusing nature of SDT as the reasons for lack of use. This lack 

of interest due to complexity is notable in light of future developments. 
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Another experience linked to the complexity of SDT was the lack of teaching available to understand 

how to use them more fully. Findings show that guidance, support and training could increase 

accessibility and use of devices for people with YOD. This is captured in the following example: 

Any of these things used (referring to apps) …? ##NMcGI## 

No, maybe because I don’t have anybody to teach me! ##EPT3## 

Ok, but you’re aware there’s lots of other things on here? ##NMcGI## 

Yes, Gmail, I use that. ##EPT3## 

Do you use this one, Google? ##NMcGI## 

I don’t use this one. There are many things I don’t know there, I have nothing that motivates 

me to use it… ##EPT3## 

…to try and use those things? ##NMCGI## 

Yes, if I could sit down with someone, they could talk me through. ##EPT3## 375-391 

Frustration 

Despite participants being mindful of the multiple uses of SDT, the inability to access these stands as 

a reminder of the loss of skill, ability and function caused by dementia. This is seen in this example 

where the participant expresses with sadness an inability to use the phone: 

What do you use your phone for? ##NMCGI## 
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Erm, I don’t know, probably time? Messenger people, I can’t play games anymore, no one 

understands me, I don’t do Facebook, I just read it now and again ##BPT2## 

Just to try and understand why you don’t [use your phone more] now, is it…? ##NMCGI## 

…too complicated… Or I have to sit there for a long time to… ##BPT2## 

…work it out…? ##NMCGI## 

             Yeah, and if I send a message no one can understand it. ##BPT2## 446-470 

In spite of these limitations, there was little spontaneity of ideas relating to how SDT might be 

improved to become more accessible. Experiences revealed that advanced uses of SDT were no longer 

accessible to participants because of YOD: 

You said you were aware that phones can do a lot more than texting and phoning; what else 

do you think a phone can do? ##NMCGI## 

Since I don’t do such things, I may not know how to describe it, but they use it for other things, 

other than phoning and texting… I’ve been defeated from my main objective of trying… 

##EPT3## 326-343 

Findings in relation to current use show that SDT appears not to be helping bridge gaps created by 

cognitive decline; rather, participants’ inability to grasp many of the functions is negatively affecting 

wellbeing by causing frustration, increasing alienation, and reinforcing loss. SDT do not appear to be 

supporting people with YOD to engage in MO. However, with support to learn and understand their 

many functions, there may be scope for developing this. 
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Given the lack of value attributed to current SDT use, the focus group provided an opportunity for 

participants and the researcher to explore perspectives in relation to the future use and development 

of SDT, generating ideas for development, considered through the lens of a primary MO, employment. 

Potential use of SDT 

Reflecting back on previous interviews, the researcher entered the FG with the expectation that 

responses would be difficult to generate. Holding these thoughts in abeyance, and to ensure 

authenticity of the participants views, the researcher proceeded to ask the questions in accordance 

with the topic guide.  

Although frustrations with SDT were still vocalised, within the parameters of the group there was a 

sparking of concepts between the participants, in particular relating to how SDT could contribute to 

remaining employed, by helping to overcome the barriers to access it, as exemplified in this example: 

I think if a phone was more interactive, like it talks to you as well, and asks you questions… 

##Part1FG## 

Like the Alexa idea, rather than you having to speak to it, it could potentially initiate… 

##NMcGFG## 1086-1088 

In this case, the participants explained that a feature on a phone that offers information—rather than 

waiting to be prompted with a question—would be useful. In particular, participants explained that 

this would be helpful to prompt work situations. A similar example of this was in discussion about how 

a speaker could be used to help with organisational skills at work: 
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So, what about if we used the idea of Alexa and the idea that someone can speak to you and 

prompt you or remind you take that out of the home context, can you imagine something like 

that being helpful in say a work context or a… ##NMcGFG## 

That would be [yes], because it would be like saying ‘Find me file 10’ or something like that… 

##Part2FG## 619-628 

The focus group identified a series of potential SDT applications and initiatives, but remained 

grounded in reality regarding such developments. In the following set of responses, they recognised 

that funding for such projects would be unlikely: 

There’s hardly anything there, no one’s going to invest in anything if it isn’t strong enough or 

there isn’t anything there that’s going to make… ##Part3FG## 

A lot of it is all target driven. ##Part1FG## 

Let’s face it, who’s going to do that that with our resources when we can be using something 

else and making millions out of something else…? ##Part3FG## 

Money is a barrier. ##Part2FG## 320-322 

Leading on from this discussion the participants began to reflect on their beliefs and thoughts about 

SDT, and to articulate key and important attributes and characteristics that SDT developers should 

consider. For example, the group identified that SDT should be bespoke: 

With regards to the younger people, I think they tend to put things out there for just 

dementia—not geared specifically to any level of understanding, still within the person with 

dementia, if that makes sense. They've just gone carte blanche across the dementia… I think 
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it’s understanding that having some sort of technical service, I don’t know about lots of things 

on my phone and how they work, I don’t know what they are, and you have all these apps 

come up, and then it wants to do something and I don’t know why it wants to do something, 

then all of a sudden it’ll make a noise and I’ll know there’s a news report suddenly happened. 

I don’t know, it’s as if you need somebody there as some sort of technical advice system, or 

you could go to maybe a phone shop where there’s people who are more adhered to people 

with learning and maybe… ##Part1FG## 154-156 

Also relevant for future development consideration was the suggestion to make SDT simpler: 

Everyone has phones, so if there’s any way that there’s lots of individual settings that you can 

do ##Part2FG## 

So, do you feel that there’s too many settings? Too complicated? ##NMcGFG## 

Yes! ##Part2FG## 

So, if you could simplify the settings…? ##NMcGFG## 

Yeah, because when it comes on the apps, yeah, that’s great but there’s too many of them. 

##Part2FG## 509-596 

Throughout the FG, participants generated other device-development ideas, which can be seen in the 

following table (Table 7). Here, each idea that was generated, defined and discussed is drawn out and 

explained, with supporting quotations from the data. Ideas were related to the specific development 

of devices and features on devices, technology support, which is currently lacking but required, and 

technology training that would be beneficial to people living with YOD. Ideas were also shared 
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regarding the ways in which support might be offered to people with YOD to better understand the 

multiple functions and uses of their SDT:  

Table 7: Technology Ideas Drawn From The Data 

Idea Description Quote Locator—
Focus 
Group 

Proactive 

Siri 

A feature on a phone that would 

offer information rather than wait 

to be prompted with a question, 

perhaps based on location or 

activity undertaken, to prompt 

mainly in work situations 

##Part1FG## 

I think if a phone was more 

interactive like it talks to you as 

well and asks you questions 

##NMcGFG## 

Like the Alexa idea, rather than 

you having to speak to it, it could 

potentially initiate… 

1086-1088 

File 

Manager 

A way to manage paper and 

computer files in an intuitive way, 

helping reduce confusion and 

support work engagement  

##NMcGFG## 

So what about if we used the idea 

of Alexa and the idea that 

someone can speak to you and 

prompt you or remind you and 

you sort of take that out of the 

home context and more broadly, 

can you imagine something like 

that being helpful in say a work 

context or a… 

##Part2FG## 

That would be [yes] because it 

would be like saying ‘Find me file 

10’ or something like that 

##NMcGFG## 

619-628 
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Yes, or ‘You have a meeting 

with...’ 

##Part2FG## 

Yeah, yes, instead of having like 

say music on it, you can sit it 

down and I’ve seen one because 

it’s easier, Mary can use it with 

her phone; it’s just money though 

isn’t it?  

 

Activity 

Tracker 

A function on a phone that logs 

your activity (like a sophisticated 

Fitbit) so there is a track 

throughout the day of all tasks 

completed without needing to 

input them 

##NMcGFG## 

So one last thing then really, if 

there was one thing, or maybe 

more than one thing on your 

device or an idea that you have 

for your phone or iPad or Alexa, 

or any of these smart devices, 

what would you like to see on 

there to support people with 

dementia or support you with 

your dementia, to help you 

maintain the things you love 

doing, to carry on doing what you 

enjoy doing? 

##Part1FG## 

I think a thing that creates a 

constant reminder something 

that creates because I don’t know 

what I had for breakfast this 

morning. 

##NMcGFG## 

Right, so like a tracker of... to help 

that circuit board 

983-990 
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##Part1FG## 

Yeah because I don’t know what I 

did, so some sort of reminder, but 

that would help me, because I just 

tend to lose, and it goes blank 

 

Car 

Locator 

Linked to parking in new venues, a 

function on a phone that knows 

and logs your location when the 

car stops and can take you back 

there once you’re finished 

##NMcGFG## 

So how do you think that 

technology might help you in 

locating your car, do you think? 

Do you think technology could 

help with that?  

Mutual sounds of agreement 

##NMcGFG## 

So, somehow your smart phone 

being able to locate your keys?  

##Part2FG## 

Yeah 

##Part3FG## 

A bit like when you’re in the 

supermarket and you go ‘click 

click’ opening the car door.  

 

 

560-562 

572-579 

Navigation 

Tool 

Linked to driving for work, being 

able to tell the phone what 

meeting you have and it takes you 

there, and will alert the venue if 

you’re running late. A way of 

minimising stress and protecting 

##Part1FG## 

I think if the phone, because 

you’re going to programme the 

phone with a postcode on the CV, 

if that postcode had a phone 

709-717 
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the ability to drive for as long as 

possible 

number and then if you got lost 

the phone would automatically 

phone the company and say ‘Your 

trainer/teacher is going to be ten 

minutes late because they’ve 

been misdirected’ 

##NMcGFG## 

Yes, right, I can see how that 

would take stress out of it!  

##Part1FG## 

It would take pressure off but I 

think I’m thinking far too much in 

the future… 

 

 

 

Idea Description Quote  Locator 

Make 

them 

bespoke 

Tailoring devices specifically with 

bespoke features to support the 

unique requirements of people 

with dementia, for example 

slowing down aspects and linking 

devices more easily 

##Part1FG## 

With regards to the younger 

people I think they tend to, 

they’ve tended to, so far, put 

things out there for just dementia 

not geared specifically to any 

level of understanding still within 

the person with dementia, if that 

makes sense. They've just gone 

carte blanche across the 

dementia… 

I think it’s understanding and 

then having some sort of 

technical service, do you know 

what I mean, because I 

154-156 

590-596 
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understand what you’re saying, I 

don’t know about lots of things 

on my phone and how they work I 

don’t know what they are, and 

you have all these apps come up 

and then it wants to do 

something and I don’t know why 

it wants to do something, then all 

of a sudden it’ll make a noise and 

I’ll know there’s a news report 

suddenly happened. I don’t know, 

it’s as if you need somebody there 

as some sort of technical advice 

system, or you could go to maybe 

a phone shop where there’s 

people who are more adhered to 

people with learning and 

maybe…. 

Make 

them 

simpler 

Devices have too many setting / 

features considered unnecessary, 

thus making the devices more 

complicated than they need to be 

##Part2FG## 

everyone has phones so if there’s 

any way that there’s lots of 

individual settings that you can 

do but everybody’s you know,  

##NMcGFG## 

So, do you feel that there’s too 

many settings? Too complicated? 

##Part2FG## 

Yes! 

##NMcGFG## 

So, if you could simplify the 

settings 

##Part2FG## 
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Yeah, because if you can move 

the, when it comes on the apps, 

yeah, that’s great but there’s too 

many of them. 

 

Unique 

training  

People with dementia would 

benefit from training to 

understand how to use the devices 

to their best potential in the 

context of everyday life. This could 

be included as part of the post-

diagnostic support  

##EPT3## 

I am looking for a teacher, to 

teach me how to use the other 

apps… 

##NMcGPI## 

You’d like to be taught how to use 

some of the other things on the 

phone? You think they could be 

useful?  

##EPT3## 

Yes, maybe when my daughter 

comes, I will ask her to teach me. 

She doesn’t have time, she’s busy, 

no time for me. 

 

Part 3 

interview  

405-418 

Unique 

support 

On-going platform for tech support 

either web-based or within 

services, a drop-in that could 

address tech issues for people with 

dementia 

##Part3FG## 

For me it’s just having support 

about when you can’t access it 

and you’re trying to do 

something, where do you go with 

it when it’s going belly-up, really? 

Could there be little places you 

could go... use of technology is 

great but where do you go if it 

doesn’t work for you? 

156-158 
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The above theme has identified perspectives and ideas for key uses to support occupation, and 

importantly, characteristics that would make such devices more useful. Since there have been no 

previous relevant studies uncovering the experiences and perspectives of people with YOD and use of 

SDT, these findings reveal a unique aspect of personalisation of devices, relating to an area of primary 

meaning, employment.  

In summary, findings have shown that in and of themselves, participants did not appear to currently 

value SDT. Limited to using basic functions, SDT and their use was not linked to managing symptoms 

of dementia with a view to maintaining MO, predominantly identified as employment. Further use of 

SDT beyond the basics was found to be too complex, and reinforces incompetence, increasing a sense 

of SL. Participants primarily experienced SL in the context of employment—and due to the value and 

meaning of employment, its loss was found to be greatly experienced, contributing to alienation and 

mental ill health. Findings show that by contextualising SDT use within employment gave way for a 

flow of ideas and an identification of the potential value SDT may have in supporting MO for people 

with YOD. Bringing these findings together has begun to reveal ideas for potentially relevant SDT 

development within a meaningful context: employment. Implications of such developments, potential 

challenges and opportunities will be considered next.  
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Chapter 4—Discussion  

In light of the themes identified in the analysis phase, the literature search process (as explained in 

Chapter 1) was repeated, to identify any new literature which may be relevant in light of the findings. 

Additional searches using key words and subject headings were conducted to combine key thematic 

terms, such as Stigma AND Dementia AND occupation* AND young OR early. This was to identify any 

additional papers that could be used to support the understanding of the theme of how stigma might 

impact the occupation of younger people living with dementia. Whilst these searches provided 

additional papers exploring individual elements within the findings (for example, the experience of 

stigma in dementia), no additional papers were identified specifically addressing the particular 

findings within the study whereby the themes relate to one another, as in the example of stigma, 

occupation and young-onset dementia.  

This chapter will review the research question and its objectives, summarising the findings, identifying 

key implications and highlighting strengths and limitations. The study aimed to answer to the following 

question: 

‘What are the experiences and perspectives of people with young-onset dementia when using  

Smart Device Technology to support and maintain everyday occupation?’  

Objectively, it sought to understand experiences of people with YOD regarding SDT use, and whether 

there is scope for developing technology to provide support to maintain meaningful occupation. These 

objectives were met, and three themes contextualised meaning within the data, drawing out 

implications from the findings therein.  
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4.1 Dementia: Stigma and Loss 

The experience of stigma in relation to living with dementia is well documented (Williamson 2008; 

Department of Health 2009; Mukadam and Livingston 2012); so, too, is the reality of loss (Goffman 

1963; Husband 1999; Aminzadeh et al. 2007). Previous studies show that SL is not a new experience 

for people with dementia (Doka 2010)—however, this study provides unique perspectives of younger 

people, whereby societal expectation regarding roles and occupation are different to those above 

working age (Rippon 2009). SL have long been associated with alienating factors for the older 

dementia population, such as stereotyping and discrimination (Swaffer 2014; Benbow and Jolley 

2014); less evident are the perspectives of those with YOD in relation to SL. No literature seems to 

exclusively consider the impact of SL on MO for people with YOD, meaning that this study has provided 

unique insight into this area, thus contributing to addressing the existing gap. 

Findings show that SL is uniquely experienced in two ways: within society and within services. 

Participants described services as solely focused on the needs of older people—a problem previously 

recognised (Kitwood and Bredin 1992; Graham et al. 2003, Brooker et al. 2014)—but not only did the 

findings identify the same requirement for a ‘unique, bespoke approach’ (Brooker et al. 2014:243) to 

this problem, it also defined what this unique approach could entail, namely supporting to maintain 

employment. According to participants, services are contributing to the experience of SL by actively 

discouraging work, thus failing to meet core occupational needs, adding to poorer quality of life and 

to the experience of discrimination.  

Participants’ experiences of SL within society are also linked to discrimination regarding access to 

work, with reports of direct or indirect dismissal, resulting in alienation and loss of MO through 

employment. Sayce (1998) and Katsumo (2005) highlight the stigma and discrimination present in 
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society towards people living with visible disabilities, identifying the loss and negative impact that this 

causes, not least in relation to work. This supports the study’s findings and highlights how this research 

has additionally contributed to understanding the effects of stigma where no visible disability is 

present. SL caused by incidents where symptoms appear in the context of a stigmatised society result 

in withdrawal, loss of identity, and health issues, such as depression. This is supported by dementia-

specific studies (Benbow and Jolley 2012; Swaffer 2014) which highlight the impact of societal SL on 

employment; however, these studies fail to specifically consider the perspectives of people with YOD, 

which this study has achieved.  

SL is also connected to SDT use, whereby cognitive decline in YOD causes an inability to fully utilise 

devices. This in turn causes feelings of alienation and incompetence, resulting in the experience of SL 

and the rejection of diverse uses of SDT. Research explored in the rationale of the study (Mokhtari et 

al. 2012; Bossen et al. 2015) recognises the potential of SDT, but does not identify SL as a barrier to 

SDT utility. Findings of this study go beyond merely identifying the potential, they highlight that SL 

presents a barrier to SDT use, which would need further exploration to meaningfully unearth its 

potential. 

According to the psychosocial model (O’Connor et al. 2009), discriminating issues, such as stigma that 

lead to multiple loss, can only be tackled through centralising the voice of those with experience, by 

drawing out views and perspectives (Brooker 2003; Milne 2010). In achieving this within the study, 

this research has found that people with YOD, though faced with stigma, attribute high personal 

meaning to employment and want support from society and services to help achieve this aim. Doing 

so would mitigate against the loss caused by dementia whilst also providing a meaningful context for 

the consideration of SDT development.  
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4.2 MO: Employment  

When applied to people—living with or without an illness or disability—OT philosophy asserts the 

fundamental connection between a person’s ability to access MO and their health and wellbeing 

(Hagedorn 2001; Creek and Lougher 2011). For participants of this study, the primary MO was clearly 

identified as employment, with multiple descriptions of the therapeutic benefits of previous work, 

and sadness at no longer having access to it. The underpinning OT philosophy that attributes poor 

health to poor access to MO can be found within the findings of the study, with reports that lack of 

employment causes depression, poor self-esteem, and loss of personhood (Caddell and Clare 2010; 

Tolhurst et al. 2014). Findings also align to the theoretical framing of the psychosocial model (Kitwood 

1997), with participants experiencing isolation from society and unfulfilled social expectations through 

exclusion from work. The theme of employment was found to be consistent with Evans’ (2019) 

findings, in his qualitative life course research on the impact of YOD on work. Those participants in the 

study still working experienced positive effects on health and social wellbeing, such as improved self-

esteem and social identity. The connection between employment and wellbeing has been previously 

explored (Winefield and Tiggemann 1990; Waddell and Burton 2006), and although Colorafi and Evans 

(2016) focus on the impact of dementia symptoms on employment, those findings concur with the 

participants within this study, who feel that more should be done to support people to remain 

employed, despite the challenges of deteriorating symptoms and stigma. 

During the interview stage, dementia experiences were shared, with participants expressing 

frustration regarding the discrimination faced in employment. Roach and Drummond (2014) 

considered the impact of losing work on care-givers and people with YOD, identifying that 

discrimination is a key barrier to maintaining employment. Like Colorafi and Evans (2016), Roach and 

Drummond conclude that there is a need to tackle this through supporting people with YOD to remain 
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in work. These conclusions support the findings of this study and, since this study focuses solely on 

the voice of the person with YOD, it arguably provides a clearer picture of personally-held experiences, 

in isolation of care-giver views. The interview stage also highlighted the sense of value participants 

felt they still had to offer in a work context. In light of this, the discrimination faced was frustrating 

and debilitating—due, in part, to personally absorbed discrimination, described by Milne and Peet 

(2008) as self-stigmatising, a concept that means people with ‘dementia…remain invisible and 

withdraw from social contact.’ (2008:67). For the participants, this manifested as being undeserving 

of employment, whilst also expressing anger towards external discrimination.  

Despite the Equality Act (2010) providing a legal framework to prevent employers discriminating, it is 

evident from the findings that this is having little impact on people with YOD. Brechin’s (2004) findings 

predate this law; however, he considers the issue of discrimination to be deeply embedded, and claims 

that people with dementia are offered three options: retirement on medical grounds, resignation, or 

dismissal on grounds of incompetence, all of which were reflective of participants’ experiences in this 

study. The findings show how important employment is for people with YOD; the discrimination 

experienced and the resulting loss cause reduced quality of life.  

Since the shift to a psychosocial approach to dementia support (Kitwood 1997; Van Gennip et al. 

2014), there is little dispute that employment for working-age people is important (Winefield and 

Tiggemann 1990; Waddell and Burton 2006; Evans 2019). Despite this, research—including this 

study—shows that remaining in or accessing work for people with dementia is not easy. Colorafi and 

Evans (2016) claim this is due to the complex nature of the decline caused by dementia. Although this 

was reported as a factor by participants within this study, there is evidence that reasonable 

adjustments can be made for people with cognitive impairment, to enable them to work. This is seen 

in the brain-injury domain, with research such as Moller et al.’s (2017) demonstrating that applying 
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adjustments can support people to remain in work. Powell et al. (2015) identify possible reasonable 

adjustments through technology to support employment for people with cognitive impairment. The 

possibilities offered by these studies provides a steer for how to consider supporting people with YOD 

to remain employed, and in particular the possible function of SDT to support this MO. 

4.3 SDT: Now and in the Future 

The aim of the study was to understand experiences and perspectives in relation to using SDT to 

maintain MO. The overriding message was that SDTs are not currently supportive of MO, and their 

use is limited to basic functions. A key element of this appears to be because of the complexity of 

devices, leading to an inability to access full features, causing feelings of inadequacy and the 

consequential rejection of complex SDT features. Wherton and Monk’s (2008) investigation of SDT 

with people with dementia found that whilst benefits were apparent, more apparent still were the 

challenges experienced in using them. In the interviews, participants spoke about devices as having 

some helpful functionality, but with very little enthusiasm, and no real inclination to describe 

experiences in any depth. Predominantly, devices were used tacitly, due to their complexity and the 

resulting alienating effects. The complexity of SDT as a barrier to engagement is in keeping with brain-

injury research findings, where Plackett et al. (2017) recognised that simplification of devices was a 

key to their uptake. Addressing the complexity of SDT could arguably improve use and dispel the 

associated SL. 

Despite an increase in the use of devices for this age group (Deloitte 2017), for people with YOD, they 

appear to have a limited role. Participants were able to describe certain benefits, such as texting or 

phone connectivity, and exploring the complexity of SDT during interview stage resulted, crucially, in 

identifying that participants were not merely passive about using SDT. They felt that if someone could 
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teach them how to use SDT, and if bespoke support could help with tech problems, that SDT might 

become more useable. Rosenberg and Nygard (2014) investigated the possibility of people with 

dementia learning new technology, and identified repetition and constant familiarisation as key 

factors to long-term usability. Whilst this was not in relation to SDT, the findings provide promise in 

considering the developments required to increase use amongst the YOD community.  

The interview stage was useful in understanding current SDT use, and ways this might be increased. 

The FG developed this further, by exploring the value SDT might have and its potential for 

development. Whilst there were generic suggestions, employment was the dominant context for 

considering new ideas, due to its significance as MO. Mokhtari et al. (2012) found that personalised 

approaches to technology development are crucial to its adoption within the wider dementia 

population. In line with this finding, and specifically in relation to people with YOD, ideas generated 

reflected this perspective when linked to the workplace. Participants keenly talked about the 

importance of employment, creating a context for exploring innovative SDT ideas and their 

implications (see Table 7 and Section 3.3 Potential use of SDT). Each idea raised, such as electronic file 

management or a navigation system linked to calendars, seemed to energise participants into further 

dialogue about how SDT could support them in accessing employment. Interwoven within this 

dialogue was the recognition that first, discrimination within the workplace would require tackling, in 

order for any such ideas to be trialled. Dibia et al. (2015) found that the impact of technology on 

people with brain injury in the workplace reduced experiences of discrimination. They suggest that 

increase in engagement offered though devices inadvertently tackles stigma, through providing visible 

public successes. This finding, coupled with psychosocial and OT theory (Hagedorn 2001; Gupta et al. 

2004; Bird and Moniz-Cook 2008; O’Connor et al. 2009; Kielhofner 2009) provides the rationale for 

considering the multiple potential benefits of SDT to facilitate employment.  
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Another barrier raised in relation to SDT developments was cost. Prioritisation of funding was 

discussed, and participants expressed frustration at the inequality faced, vocalising the view that 

technology to support people with YOD to remain in work would not gain funding. Within the NHS, 

services are being reduced for cost saving (Dolton 2017), posing financial challenges for innovating 

such ideas. Technological advances to enable employability raises an argument as to the therapeutic 

and economic benefits of investing in developments. Blanchard, Gilbert and Dawson (2017) found that 

Care Commissioning Groups now acknowledge the cost saving value of technology within health care 

provision; however, this was not found to be the case for the participants of the study. Although SDT 

development and its uptake is on the rise (Ho and Quick 2018), technology which directly targets 

people with dementia is overpriced, despite poor or no evidence of its effectiveness.  

Given the progression of dementia-focused technology (Levandowski, Jiao and Johannesson 2015), 

and the emerging potential of SDT, scope for resource distribution, further investigation, collaboration 

and co-creation in relation to the ideas raised within the study is promising.  

4.4 Limitations and Strengths 

Due to its scale, the lack of data is the main limitation within this study. Often considered a challenge 

in small qualitative projects (Pyett 2003), the low number of participants implicates the quality of the 

project. That said, rich information was extracted from the data and techniques applied for ensuring 

rigour, so whilst numbers were low, this does not invalidate the meaning within the findings (Brown 

2010). The FG was below the generally considered optimum number (Greenbaum 1998) with three 

participants; however, Zarit et al. (2004) claim there is an argument that smaller groups are better for 

people with dementia, allowing for a preferred slower pace. In this case, most of the innovative SDT-

development data came from the FG stage, arguably in part due to the small, inclusive environment 
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of the group. Despite limited data, use of participant validation strengthened the rigour of the study 

(Guba and Lincoln 2006), confirming the reliability, dependability and credibility of the findings 

through checking proposed themes after interview stage.  

Use of the reflexive diary also contributed to rigour by ensuring that influences in interpreting the 

data were transparent, allowing these to be scrutinised by participants through validation processes. 

An example of this is the theoretical notion of the importance of occupation for wellbeing. Being 

reflexively aware of this strongly held notion meant it was present throughout the study, allowing it 

to be challenged, questioned or validated (Hipps 1993). QD methodology provided the framework for 

a rich, thick description of the data (Sandelowski 2000; Neergaard 2009), allowing latent and semantic 

meaning to be drawn from it, further validating and strengthening findings. 

Another limitation of the study was the time allocated to the project. Upscaling the project would 

allow for more exploration, potentially adding further data sets. It would also permit more time to 

recruit via other routes to qualitatively explore the question further, thus increasing dependability 

and validity of findings. Whilst generalisability was not the aim (Sandelowski 2000), triangulation using 

two forms of data supported the confirmability of the project, helping to increase rigour and 

counteract the described limitations (Guba and Lincoln 2006).  

The restriction of available words to bring meaning to the data was also a limitation, resulting in 

discounting valuable angles of sight and meaning. For example, the views of carers or OTs which would 

bring rich addition to the findings. Other important threads were raised, such as the ideas seen in 

Table 7, but due to the scale and limitation of the study, they were not explored. To counter this 

limitation, the peer review and debriefing process with health professionals in the field supported 

credibility and increased relevance of themes identified within the data (Guba and Lincoln 2006). 

Reflexively including their views in approaching the analysis provided additional angles of sight, 
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supporting the trustworthiness of the findings (Golafshani 2003). Additionally, the PPI collaboration 

throughout provided a meaningful steer, helping to bring focus and enhancing confirmability and 

rigour within the study. The limitations highlight the need and potential for further enquiry, for 

example by repeating the study in the near future. The recognition of the reflexive influences, such as 

the OT lens, increases rigour in relation to meaning attributed to findings, strengthening the relevance 

of the conclusions made (Malterud 2001). A recommended next step in exploring and validating 

findings would be to gather more qualitative data, including multiple focus groups and a national 

questionnaire to capture a wider audience.  

It is important to note that whilst the message within the findings is that people with YOD are not 

currently prolifically utilising SDT, and are not enthusiastic, in general, about the prospect of doing so, 

the global pandemic of the dementia challenge (Alzheimer’s Society 2014) presents a legitimate need 

to continue these investigations. With future generations of people with dementia who will be 

increasingly familiar with the use of SDT, scope for building on these findings towards meaningful 

developments is high. This, coupled with contextualising developments within employment, provides 

a robust rationale for future SDT development. 

4.5 Implications for Future Research  

The implications of the findings have a potential bearing on a number of areas relating to people with 

YOD. The issues of discrimination and stigma deserve attention from stakeholders at service and 

society level, with the adoption of new ways of working (Carter, Oyebode and Koopmans 2018; Kelley 

et al. 2008), campaigns (Devlin, MacAskill and Stead 2007), and a commitment to addressing inequality 

shown to directly impact the health of people with YOD (Harris and Keady 2004).  
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The study shows the dominance of employment as MO, and therefore the whole approach to 

addressing the work needs of people with YOD requires clinical and research attention. Access to 

employment could improve quality of life and address stigmatisation (Evans 2019), making this a 

worthy consideration for future investigations. The human as well as economic advantage to 

remaining in work requires further exploration, and a stronger rationale could then be offered for 

piloting new schemes and inviting partnership with other agencies, including within the SDT domain. 

Participants identified a number of specific potential ideas for both SDT and support systems to go 

alongside them. Each idea was shared in the context of being able to access SDT to facilitate 

employment.  These ideas are summarised as: 

Bespoke tech education and support—teaching on using complex features of SDT through training 

programmes and platforms for ongoing bespoke SDT support, for example a helpline. 

Developing new programmes or apps—new functions, such as intuitive reminders, face recognition, 

file management, note-taking features and bespoke navigators. Also changing current functions to 

adapt to needs, such as slowing down notifications. 

The implications of this research span many fields, and have the potential to positively impact life 

experiences of people with dementia, by offering bespoke support. Since multi-agency partnerships 

are forming within the dementia domain (Social Care 2013; Galvin, Valois and Zweig 2014; Department 

of Health; NIHR 2015), and with recognition of how technology might provide solutions, collaborative 

partnerships could bring progress to ideas, without over reliance on stretched mainstream services. 

These collaborations could support the trial and development of co-created innovations, which would 

enable larger scale projects to span longer time frames, allowing investigations at different stages of 

dementia with future populations who will be increasingly familiar with SDT. Since technological 
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initiatives have cost implications (Harris 2010), investments must be targeted to ensure useful 

outcomes, providing positive returns, thus strengthening the rationale to undertake further research 

which builds on these findings. Whilst collaboration is the recommended way forward, this does not 

negate the responsibility of clinical services to continually initiate and actively ensure that the health 

and wellbeing needs of service users are met (Department of Health 2009). Findings have shown that 

clinical, mainstream services designed to advocate for and meet the needs of people with YOD are 

currently failing (Collins-Hunt 2011; Greenwood and Smith 2016; Carter, Oyebode and Koopmans 

2018). Prioritising initiatives to improve this can be meaningfully driven, by considering the 

implications of this research.  

4.6 Conclusion 

The accelerating global mandate to find viable solutions to the problem of dementia (Alzheimer’s 

Society 2014; Reeves et al. 2017) will only be fulfilled through including the person with dementia at 

the centre of research and development (Rabanal 2017). This study has contributed unique 

perspectives of living with YOD, revealing that SDT is currently insufficient, and highlighting how it 

might be meaningfully developed. This exploration of the YOD experience has brought to light the 

occupational meaning associated with employment, the impact of SL, and the complexities of current 

SDT use. Bringing these factors together, new thoughts and ideas were identified for bespoke 

innovations and initiatives, to support the MO of people living with YOD. 

The findings, strengthened by previous research and underpinned by philosophy, have shown that 

SDT may have potential for empowering people with YOD to engage in MO, in particular within 

employment. Despite being marginalised within health (services and research) and society, people 

with YOD have an appetite to engage in shaping concepts and developments further, including SDT. 
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To tap into the growing health technology market through SDT, industry must access the voice of 

people with dementia to steer innovations effectively towards successful outcomes. The growing 

trend of collaboration across education, research, industry and clinical domains (Prince 2000; 

Department of Health and Social Care 2014) provides a context for prioritising funding to craft and 

test new developments in overcoming barriers towards MO, created directly and indirectly by 

dementia. 

In keeping with OT philosophy, and in line with the findings of the study, effective SDT development 

would not be possible without considering employment, due to its importance for people with YOD. 

Future research collaborations could build on the findings by utilising the context of employment to 

meaningfully trial new ideas.  

Educationally, findings reveal that people with YOD require SDT training and support for 

developments to be effectively utilised through repetition. Programmes developed to support 

innovations would require prioritisation and cross-agency working to provide infrastructure and 

funding to ensure success.  

At a service and clinical level, prioritising and focusing on YOD needs, including support to access 

employment, would improve the lives and health of people with YOD. Despite the potential cost of 

such initiatives, the clinical benefits provide justification (Owens et al. 2011) and now, arguably, the 

possibilities of SDT offer not only a meaningful, health-enabling opportunity for people with YOD, but 

a cost-saving one too.  

Ultimately, the study shows that people with YOD see potential for SDT to be developed within the 

context of employment. Their ideas, if collaboratively and meaningfully taken forward within clinical 

and research domains, could improve access to this MO, mitigating against the negative impact on 
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health and wellbeing experienced through SL and discrimination. The clinical bottom line is that SDT 

may improve the quality of life and health outcomes of people with YOD. It should, therefore, be 

further investigated and prioritised by health commissioners to better understand its potential to 

provide viable, meaningful, health-enabling solutions for people living with dementia.  
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Appendix 1—Spider Question Formulation 

Components In relation to the study More Specifically 

Sample Smaller groups of 

participants tend to be 

used in qualitative 

research than 

quantitative research, 

so this term was 

deemed more 

appropriate.  

 

People with young onset dementia, aged under 65 

 

Phenomenon 

of interest 

Qualitative research 

aims to understand the 

how and why of certain 

behaviours, decisions, 

and individual 

experiences. Therefore, 

an intervention/ 

exposure per se is not 

always evident in 

Using smart devices for maintaining everyday occupation 
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qualitative research 

questions.  

 

Design The theoretical 

framework used in 

qualitative research 

will determine the 

research method that 

is used. As inferential 

statistics are not used 

in qualitative research, 

details of the study 

design will help to 

make decisions about 

the robustness of the 

study and analysis. In 

addition, this might 

increase the detection 

of qualitative studies in 

the databases in which 

titles and abstracts are 

unstructured.  

Qualitative description 
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Evaluation Qualitative research 

has the same end 

result as quantitative 

research methods: 

outcome measures. 

These differ depending 

on the research 

question and might 

contain more 

unobservable and 

subjective constructs 

when compared to 

quantitative research 

(e.g., attitudes and 

views and so forth), so 

evaluation was 

deemed more suitable.  

 

Highlight the perspectives and experiences with a view 

to better understanding current habits/usage and look at 

ways of improving future development/application.  

 

Research Three research types 

could be searched for: 

qualitative, 

Qualitative 
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quantitative, and 

mixed methods. 
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Appendix 2—Interview Schedule v1.2, June 2018 

Interview schedule  

Introduction and Welcoming Comments 

Begin by reminding the participant that this interview is audio- recorded and confirm they are happy 

to proceed.  

A general discussion and question and answer session around the following: 

• An overview and purpose of the study 

• Rights of the interviewee and ensuring informed consent 

• Dealing with confidentiality, explaining how this will be managed 

• Developing a rapport 

For each of the following phases, and to explore participant’s experiences of dementia, the following 

approach will be used: 

• The main questions will aim to establish: 

o Detail (going after the parts) 

o Depth (meanings) 

o Vividness (anecdotes and stories) 

o Nuance (shades of grey) 

o Richness (elaboration) 

• Follow up questions will aim to: 

o Explore  

o Establish meaning behind the descriptions 

• Probing questions will seek to add depth to the descriptions and meanings by seeking: 

o Continuation 

o Elaboration 

o Clarification of important points 

Phase 1: An initial discussion and description about the participant’s experiences of dementia 

• Tell me about your experiences / story of dementia? 

• When did you first begin to wonder if dementia was going to be a part of your life? 

• What were your experiences of the diagnosis process?  

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

153 

 

o What happened?  

 

o When were you diagnosed?  

o What was the impact on you knowing that you had a diagnosis of dementia? 

• What did this mean to you?  

Phase 2: An exploration of dementia and occupation 

• What challenges do you face on a day to day basis? 

o How does your dementia affect your activities of daily living (give examples of 

instrumental, personal and domestic activities)?  

o What do you think are your most important roles in life? 

o What do you think are your most important responsibilities? 

o What things mater to you most? 

• How does living with dementia affect those things? 

• Further questions about relationship between dementia and daily living 

activities/occupation.  

Phase 3: Understanding experiences of technology within the context of dementia 

• What are your experiences of using mobile / smart device technology? 

• What type of devices do you use? 

o How do you use these devices? 

o How do you use these devices (within the context of dementia)? 

▪ Ease of use 

▪ Apps used 

▪ Relevance for daily occupation 

▪ Support given/required 

• What are your thoughts about using technology to help you living with dementia? 

o For example (give an example of how technology can be used to help to trigger 

discussion)? 

• How do you think that such devices could help you with your life and help you manage 

dementia? 

• Do you think there are downsides for using phones/mobile device to help with your 

dementia?  

ad1838
Sticky Note
None set by ad1838

ad1838
Sticky Note
MigrationNone set by ad1838

ad1838
Sticky Note
Unmarked set by ad1838



                                                                   

 

154 

 

o Why might they be? 

Phase 4: A summary of the conversation 

• Feedback from the interviewer to the participant about their thoughts and experiences 

about the subject 

o An opportunity to seek clarification of points between the interviewer and the 

participant 

o An opportunity for both to examine further thoughts and ideas in relation to the 

topics discussed  
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Appendix 3—Focus Group Topic Guide v1.2, June 2018 

Focus Group Topic Guide 

Welcome participants and introduce the focus group explaining we are here for Stage 2 of a research 

project to find out their perspectives and views of using every day smart devices.  

A room next door will be provided for the carers of the participants to have tea and wait for the focus 

group to finish.  

Begin by reminding the participants that this focus group is audio recorded and confirm they happy 

to proceed.  

Phase 1: Provide an anonymised synopsis of the interview findings 

Would you add anything to what has been said so far with regards to your: 

• experiences of using smart devices? 

• experiences of living with dementia? 

• experiences of your occupations? 

• or experiences of using smart devices to support with your occupation whist living with 

dementia? 

• Recap on the types of devices people have experience of using. 

This is an opportunity to gain participant validation as well as providing a refresher for the participants 

as to the subject area. 

Phase 2: Discussion Point 1 

What are your perceptions of:  

• the use of smart device technology for younger people with dementia?  

• What are the strengths or benefits of such devices? 

• How might they be helpful or useful?  

• What about how these things might apply to an older age group? 
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• Have you heard of any other devices out there / technology other people are using that you 

think might be useful in some way?  

• How important do you think it is to develop smart device technology for younger people 

with dementia?  

• Why is it important? 

Considering the life-stage you are at: 

• How does technology help support you to continue doing the things you do?  

• How might it support you more?  

Phase 3: Discussion Point 2 

• What are the challenges/issues/difficulties you have encountered with the smart devices 

you use? 

• Are they limiting in any way, if so, how? 

• Do you wish they helped more, in other/different ways?  

• Have you ever tried other devices and given up?  

• If so, why?  

• What are the problems or barriers with using smart devices?  

Phase 4: Future Thoughts on the Use of Smart Device Technology 

• Based on your experiences how would you like this technology to be developed? 

• How could this technology be developed to help you? 

• Have you come across a problem and wondered how technology might help or come up 

with an idea yourself? 

• Think about an aspect of your dementia: how could this technology help with that aspect? 

• How could some of the challenges raised regarding using smart devices be overcome?  

There is evident overlap with the questions and in a focus group, flexibility is given with the recognition 

that the conversation may weave in and out of the phases outlined above multiple times.  

The phases therefore represent a guide for the researcher to enable coverage of all the areas required 

for data collection and will be used as prompts to ensure a flow is maintained.  
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Appendix 4—Participant Information Sheets: In-Depth Interview and 

Focus Group v 2.1 (January 2018) 

In-depth Interview Sheet 

 

 

 

Information about participating in an 

interview for a research study 

  

Research Study: 

‘What are the experiences and perspectives of people with young onset dementia 

of using smart device technology to support and maintain everyday occupations?’ 
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Introduction 

My name is Nicola McGarvey, and I am an Occupational Therapist with 15 

years’ experience of working with people with dementia. I am currently 

carrying out a research study, supported by Coventry University, to find out 

what people with young-onset dementia (under 65 years) think about using 

smart devices to help with everyday living activities or occupations. 

 

Why this study? 

We know a bit about how technology can help people with dementia, but 

this technology seems to be more about reassuring carers or helping to  

make things safe. What we don’t know is what younger people with  

dementia (who are likely to own smart devices) think about how smart  

devices might also help with all the routines and activities that matter to  

them on a daily basis. These routines and activities are referred to as  

‘occupations’.  
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What are smart devices?    

In the context of this study, we mean tablets, smart phones, smart watches or 

smart speakers. 

 

 

What is ‘occupation’? 

Occupation refers to any activity or routines that matter to the person doing 

them.  

This could include:  
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Domestic jobs like cleaning or cooking 

 

 

Routines like appointments or commitments 

 

Responsibilities like work or a caring role 

 

Other activities, like driving or hobbies 
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Why me?  

You have been identified as someone who may be interested in taking part because 

you have been given a diagnosis of dementia, and you are under 65 years old. You 

have also indicated that you own a smart device or devices.  

Do I have to take part? 

Taking part is entirely up to you, there is no obligation whatsoever! 

 

What will it involve? 

For this part of the research I would like to interview you in your home if possible. 

This involves asking you questions about how you use your smart device or devices 

and whether you use these devices to help with your occupations. This will last 

for about one hour, and I would like to record what you say. You can invite someone 

else to be there too but it’s your answers I need. 
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 Are there any risks I should be concerned about?  

There are very little risks associated with being interviewed, just the possibility 

of getting tired, but we can go at your pace and take breaks to avoid this. 

What are the benefits of taking part?  

The benefit of taking part will be that your voice is heard and your thoughts 

included in any ideas that develop from the study. I think that if we are to create 

and develop new ideas, it’s really important that we listen to the people who will 

benefit from them.  

 

How can I withdraw if I want to? 

You can withdraw at any point before I interview you. You can also withdraw your 

information after the interview, but before I make your interview anonymous, 

after that point it will be impossible to withdraw your interview.  

How will my information stay safe?  
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Your information, including name, phone number, address and what you tell me will 

remain confidential and will be stored securely in a password protected system 

at Coventry University. It will also be anonymised and your data destroyed as soon 

as the study is over. The anonymous information from the interview itself will be 

kept for five years after the study has finished. If you would like to find out 

more about the law relating to any personal information we gather about you 

please have a look here: 

https://understandingpatientdata.org.uk/what-you-need-know 

 

What if I’m not happy and need to complain? 

What happens to the results from the study? 

Content removed on data protection grounds
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The results of the interviews will be looked at closely all together and categorized 

in terms of themes that come from them. We will use this to find out what 

experiences people have had and make conclusions as to what is important about 

this.  

This information will be added to the second part of the study, a focus group, and 

finally, a thesis will be written describing what was found and making helpful and 

relevant suggestions from what was found. The results will also be shared in key 

places like conferences and meetings where people will benefit and be influenced 

by what you have told me.  

Who has reviewed this study? 

The study is supported by the NHS which is where I work and Coventry 

University, where I have a director of studies and two other experienced 

supervisors overseeing the study. The study has been reviewed by Coventry 

University Ethics and IRAS (ethics for the NHS) 

Who to contact if I want to take part 
Content removed on data protection grounds
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Focus Group Sheet 

 

 

 

 

 

 

Information about participating in a focus 

group for a research study  

  

Research Study: 

‘What are the experiences and perspectives of people with young onset dementia of using 

smart device technology to support and maintain everyday occupations?’ 
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Introduction 

My name is Nicola McGarvey and I am an Occupational Therapist with 15 Years’ 

experience of working with people with dementia.  

I am currently carrying out a research study, supported by Coventry University 

to find out what people with young-onset dementia (under 65 year) think about 

using smart devices to help with everyday living activities or occupations. 

 

Why this study? 

We know a bit about how technology can help people with dementia, but 

this technology seems to be more about reassuring carers or helping to  

make things safe. What we don’t know is what younger people with  

dementia (who are likely to own smart devices) think about how smart  

devices might also help with all the routines and activities that matter to  

them on a daily basis. These routines and activities are referred to as  

‘occupations’.  
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What are smart devices?    

In the context of this study, we mean tablets, smart phones, smart watches or 

smart speakers. 

 

What is ‘occupation’? 

Occupation refers to any activity or routines that matter to the person doing 

them. 

This could include:  

Domestic jobs like cleaning or cooking 
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Routines like appointments or commitments 

 

Responsibilities like work or a caring role 

 

Other activities like driving or hobbies 
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Why me?  

You have been identified as someone who may be interested in taking part because 

you have been given a diagnosis of dementia, and you are under 65 years old. You 

have also indicated that you own a smart device or devices.  

Do I have to take part? 

 

Taking part is entirely up to you, there is no obligation whatsoever!  

 

What will it involve? 

For this part of the research I would like to invite you to take part in a focus 

group, along with five or six others.  

This involves having a group discussion with the other participants about smart 

devices and whether you think there is any potential for them to help with your 

occupations.  

I also want to find out what the barriers might be to using smart devices and 

what ideas you might have for developments.  
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Firstly, about a week before the focus group, I’d like to invite you for tea and 

cake at the venue we will use. This is so that you can meet the other people who 

will be part of the focus group and so that you can become familiar with how to 

get to the venue. You can invite someone to accompany you, especially if they are 

going to accompany you to the focus group. This will last about half an hour. 

 

Secondly, we will meet for the focus group. This will last for about one hour, and 

I would like to record what you say. You can invite someone else to accompany 

you, but they won’t be able to participate in the focus group, as it’s your answers 

I need. Another room will be made available for them to wait in whist we have the 

focus group.  

Are there any risks I should be concerned about?  

There are very little risks associated with being part of a focus group, just the 

possibility of getting tired, but we can go at your pace, and take breaks to avoid 
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this. I will also invite you to the venue ahead of time so you know where it is and 

can feel confident on the day of the focus group. 

What are the benefits of taking part?  

The benefit of taking part will be that your voice is heard and your thoughts 

included in any ideas that develop from the study. I think that if we are to create 

and develop new ideas it’s really important that we listen to the people who will 

benefit from them.  

 

How can I withdraw if I should want to? 

You can withdraw at any point before the focus group. Once you have taken part 

in the focus group it will be impossible to withdraw your information as it will be 

recorded and intertwined with the other group members, which will make it 

impossible to withdraw your information.  

How will my information stay safe?  

Your information, including name, phone number, address and what you tell me will 

remain confidential and will be stored securely in a password protected system 

at Coventry University. It will also be anonymised and your data destroyed as soon 

as the study is over. The anonymous information from the interview itself will be 

kept for five years after the study has finished. If you would like to find out 
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more about the law relating to any personal information we gather about you 

please have a look here: 

https://understandingpatientdata.org.uk/what-you-need-know 

What if I’m not happy and need to complain? 

What happens to the results from the study? 

The results of the focus group will be looked at closely and categorized in terms 

of themes that come from it. We will use this to find out what experiences people 

have had and make conclusions as to what is important about this.  

This information will be combined with the first part of the study, the interviews, 

and finally a thesis will be written describing what was found and making helpful 

and relevant suggestions from what was found.  
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The results will also be shared in key places like conferences and meetings where 

people will benefit and be influenced by what you have told me.  

Who has reviewed this study? 

The study is supported by the NHS which is where I work and Coventry 

University, where I have a director of studies and two other experienced 

supervisors overseeing the study. The study has been reviewed by Coventry 

University Ethics and IRAS (ethics for the NHS) 

Who to contact if I want to take part 
Content removed on data protection grounds
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Appendix 5—Consent Forms: In-depth Interview and Focus Group v1.3 

(January 2018) 

Interview Consent Form 

 

Interview Consent Form  

 

 

This form is for you to give your agreement or consent to be INTERVIEWED as 

part of a research study. This is the first stage of the study which is looking at 

the perspectives and experiences of people with young onset dementia of using 

smart devices to help with everyday activities. 

  

Research Study: 

‘What are the experiences and perspectives of people with young onset dementia 

of using smart device technology to support and maintain everyday occupations?’ 
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Please put your initials in the boxes provided if you agreed with the 

statements: 

The researcher has given me information in a leaflet to help me understand the 

study and I have had the chance to ask questions 

 

  

I participate voluntarily and I can choose to withdraw from the study at any time 

 

 

I agree to be audio recorded  

 

 

I agree to my anonymized words being used in publications 

 

 

Here is what I understand about the study and what my involvement in a focus 

group means: 
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Researcher to write what the participant says: 

I would like to participate in an interview  

 

 

 

 

My Signature…………………………………................................... 

Researcher’s Signature: ……………………………………………... 

Date………………………………………………………………………………….. 
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Focus Group Consent Form 

 

Focus Group Consent Form 

 

This form is for you to give your agreement or consent to join in a FOCUS GROUP 

as part of a research study. This is the second stage of the study which is looking 

at the perspectives and experiences of people with young onset dementia of using 

smart devices to help with everyday activities. 

  

Research Study: 

‘What are the experiences and perspectives of people with young onset dementia 

of using smart device technology to support and maintain everyday occupations?’ 
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Please put your initials in the boxes provided if you agreed with the 

statements: 

The researcher has given me information in a leaflet to help me understand the 

study and I have had the chance to ask questions 

 

                                                 

I participate voluntarily and I can choose to withdraw from the study at any time 

 

 

I agree to be audio recorded  

 

 

I agree to my anonymized words being used in publications 

 

 

Here is what I understand about the study and what my involvement in a focus 

group means: 
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Researcher to write what the participant says: 

 

I would like to participate in a focus group  

 

 

 

My Signature: ........................................................... 

Researcher’s Signature: ……………………………………... 

Date: ............................................................................ 
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Appendix 6—Demographic Details of Participants  

Interview Stage 

Researcher code during interviews ##NMcGI## 

 

  

Participant 

number 

Gender Date How long 

diagnosed  

Age Pseudonym Code Participated 

in FG? 

Dementia 

type/stage 

Employment 

status 

1 M 26/09/

2018 

16 

months 

54 N/A ##DPT1## Yes Mixed 

type mid 

stage 

Retired (ill 

health) 

2 F 10/10/

2018 

7 months 55 N/A ##BPT2## No Alzheimer

’s early 

stage 

Unemployed 

3 M 11/10/

2018 

5 months 59 N/A ##EPT3## No Mixed 

Type mid 

stage 

Retired (ill 

health) 

4 F 1/11/2

018 

3 years  55 N/A ##MPT4## Yes PCA mid 

stage 

Employed 

5 F 15/11/

2018 

9 months 55 Rachel 

Partner 

Gary 

##CPT5## No Alzheimer

’s early 

stage 

Recently 

dismissed 

from paid 

employment, 

now 

volunteering 
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Focus Group  

(Date 12/12/2018) 

Researcher code during Focus Group - ##NMcGFG## 

Participant 

number 

Gender How long 

diagnosed 

Age Pseudonym Code Participate 

in 

Interview? 

Dementia 

type/stage 

Employment 

Status 

1 M 16 

Months 

54 N/A ##Part1FG## 

 (interview 

code: 

##DPT1##) 

yes Mixed Type 

mid stage 

Retired (ill 

health) 

2  M 2 years 57 Mary  ##Part2FG##  no Alzheimer’s 

mid stage 

Retired (ill 

health) 

3 F 3 years  55 N/A ##Part3FG## 

(interview 

code: 

##MPT4##) 

yes PCA mid 

stage 

Employed 
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Appendix 7—Initial Codes 

The example here is of participant 5. Initial codes are seen along the right column, under the sub-

headings of meaningful occupation, dementia and technology. On the left are all the location numbers 

for where participants said something that related to that specific code. Sometimes the comment was 

included more than once if it related to multiple codes, for example, 263-268 relates to both 

challenges/frustrations relating to dementia and past work.  
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Appendix 8—More Developed Codes 

Meaningful Occupation: 

• Past employment—paid or voluntary 

• Current employment—paid or voluntary 

• Other meaningful activity—considered important/of value 

• Hopes—personal desires and aspirations for the future  

• Socialisation—engagement with others  

• Activities of daily living—function in and around the home 

• Value and self-worth—proud moments, achievements, accolades, expression of satisfaction 

and pride 

• Challenges/frustrations—perceived as from self/dementia or from others/society 

 

Young Onset Dementia: 

• Diagnosis—positive and negative experiences 

• Symptoms—explicit and implicit 

• Impact and experience—stories of how dementia affects life 

• Strategies and management—explicit and implicit 

• Fears—regarding the present and the future 

• Stigma—sadness, disapproval and anger  

• Limitations—frustrations 

• Loss and shame—personal, family 

• Opportunity—enlightenment, urgency, venture 
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Appendix 9—Example of Transcript and Coding 
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Appendix 10—First Thematic Map 
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Appendix 11—Refined Thematic Map 
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Appendix 12—Participant Validation Document 

Information About Research Project: 

Project title:  

‘What are the experiences and perspectives of people with young-onset 
dementia of using smart device technology to enable and maintain everyday 
occupation?’  

 

Hello again, 

My name is Nicola McGarvey (pictured above) and I am an occupational therapy researcher for 

Coventry University. We met recently and spoke about your experiences of living with dementia, your 

thoughts about smart devices and what you feel is important.  

I wanted to share with you what I heard you say and invite you to comment on this if you would like 

to. Feel free to write anything in the space below, if I’ve misheard or misunderstood, etc.  
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Please add comments about this here: 

 

---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------- 

The first thing I heard you say was that work or 

employment is really important to you, whether you are 

currently employed or not. You said that more support is 

needed and more understanding from employers of what 

is means to live with dementia. Remaining active was 

something you all spoke about as important. Many of you 

felt that work should be done with employers to help 

them understand dementia and help them keep people 

living with dementia employed because you have so much 

to offer despite living with dementia.  

 

http://www.postpartumprogress.com/come-learn-about-postpartum-depression-in-2012/sound-icon
https://creativecommons.org/licenses/by-nc-nd/3.0/
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Please add comments about this here: 

---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------- 

 

 

 

 

 

 

 

The second thing I heard you say was that you would 

benefit from someone to teach you how to use your 

devices. It seems you use your devices (phones, iPads, 

speakers) in lots of different ways, but mainly for phoning 

people or texting. You seemed aware that the devices can 

do more but that you would need someone to support you 

and teach you how to access these different features. 

 

http://www.postpartumprogress.com/come-learn-about-postpartum-depression-in-2012/sound-icon
https://creativecommons.org/licenses/by-nc-nd/3.0/
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Please add comments about this here: 

 

---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------- 

 

 

 

The third thing I heard you say was that living with 

dementia at a young age brings unique challenges. You 

told me that out in society people treat you differently 

when they know you have dementia, even in society this is 

true. You also said that people don’t expect younger people 

to have the sorts of problems associated with living with 

dementia. This means you experience stigma and 

discrimination in attempting to continue doing the things 

that are important to you. 

 

http://www.postpartumprogress.com/come-learn-about-postpartum-depression-in-2012/sound-icon
https://creativecommons.org/licenses/by-nc-nd/3.0/
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Please add comments about this here: 

---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
---------------------------------------------------------------------------------------------------------
--------------------------------------------------------------------------------------------------------- 

 

We will have chance to talk about these at the start of the focus group if you are 

attending. Please feel free to tell me anything else you would like to and….. 

 

The final thing I heard you say was that maintaining roles 

and being independent are really important. You 

described how your roles such as employee, parent, sibling 

or friend are both important and still very active. You 

described how these are not slowing down, but they are 

harder to manage due to the challenge of living with 

dementia. You want services and society to be both patient 

and empowering, supporting you to keep doing things as 

independently as possible.  

http://www.postpartumprogress.com/come-learn-about-postpartum-depression-in-2012/sound-icon
https://creativecommons.org/licenses/by-nc-nd/3.0/
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