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Overview 

Informal caregivers provide a vital role in supporting individuals with dementia. Currently, 

there is no standardised dementia psychoeducation and support available for these 

individuals. The main objective of this project is to address this critical gap and explore the 

acceptability and impact of an online Dementia Awareness for Caregivers (DAC) course 

delivered to informal dementia caregivers in the United Kingdom (UK). This is a joint project 

with fellow trainee clinical psychologist, Isabelle Evans.  

Part 1 consists of a conceptual introduction outlining essential research and theoretical 

background, motivating the research project. It discusses dementia, its impact on both 

individuals and informal caregivers, the support available and importantly, the gaps in this 

area. The conceptual introduction ends with a review of the literature discussed and the aims 

of the empirical research project.  

Part 2 outlines the research aims and methodology and discusses qualitative findings. 

Fifteen interviews explored the acceptability and impact of an online DAC course delivered 

to informal caregivers in the UK and qualitative results provided support for such an 

intervention. The strengths and weaknesses, as well as implications of the empirical 

research project are also discussed. 

Part 3 forms a reflective summary of conducting the research project. It focuses on the 

researcher’s perspective regarding the initial setting up of the project and the challenges 

experienced during participant recruitment and engagement. It also outlines some of the 

researcher’s personal interests, biases and assumptions and the importance of 

acknowledging these when analysing data.    
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Impact Statement 

The current thesis contributes to research literature on interventions for informal caregivers 

of individuals with dementia, offering value academically and clinically. It highlights both the 

gap in support for these individuals and the gap in research regarding this area. As 

discussed in both the conceptual introduction and empirical paper, the need for standardised 

support among informal dementia caregivers is vital. This thesis critically adds to the growing 

literature area, whilst providing promising findings that can be utilised as a basis for future 

research, in the hope for standardised delivery of interventions for informal caregivers.  

The conceptual introduction: Given the rise in life expectancy and a global aging 

population, the prevalence of dementia is increasing at a fast pace. Dementia is known to 

have various effects on the mental and physical health of not only the individual with 

dementia, but also those that care for them. Despite awareness of this, no standardised 

psychoeducation and support is available. This gap in support can exacerbate various 

concerns. The information presented in this conceptual introduction highlights the critical 

need for support among this population as well as the need for future research and change 

in this area. Specifically, it promotes research into standardised interventions for informal 

dementia caregivers, with an aim for these individuals to be appropriately supported in an 

accessible manner. 

The empirical paper: As previously mentioned, prevalence of dementia is increasing, in 

turn potentially increasing the number of informal caregivers providing support. Offering a 

brief psychoeducation and support intervention for informal dementia caregivers, can assist 

in providing them with knowledge, skills, and awareness to support them throughout this 

caregiving role. This empirical research project highlights the current gap in support 

experienced by informal caregivers and highlights the need for standardised support offered 

at point of diagnosis within the NHS. Findings from the study may impact the potential 
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accessibility of services and direct care received by informal dementia caregivers in the 

future. The project sets the foundation for further testing of efficacy and cost-effectiveness of 

the Dementia Awareness for Caregivers (DAC) course using randomised control trials within 

a National Health Service (NHS) setting, with an aim to establish an evidence-base for this 

intervention and have it delivered across the UK. Qualitative findings show the DAC course 

to be acceptable and have had a positive impact on caregivers’ reported skills, feelings of 

being a caregiver and confidence regarding their caregiving role, which has previously been 

found to positively impact the care recipient, reducing their risk of moving into a care home 

earlier than needed.  
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1.Introduction 

This project provides empirical evidence for a brief psychoeducational intervention 

delivered to support unpaid, informal caregivers of people with dementia. Informal caregivers 

provide a large portion of care for individuals with dementia and whilst this role can lead to a 

sense of gratification and accomplishment (Doris et al., 2018), in many cases informal 

caregivers experience low mood, loneliness, and heightened levels of stress (Or & Kartal, 

2019). Despite awareness of these concerns, there is little formal support available for 

caregivers (Or & Kartal, 2019). Of the support that is available, mainly third sector services, 

there is no standardised dementia psychoeducation and support available for dementia 

caregivers. This project aimed to address this gap by evaluating a new online 

psychoeducation and support course called ‘Dementia Awareness for Caregivers (DAC)’ 

course (Stoner et al., 2022). Specifically, it sought to investigate the acceptability and impact 

of the DAC course. This was done through adapting the course for a United Kingdom (UK) 

setting, and a wait-list controlled pilot study in which the course was delivered online to 

unpaid dementia caregivers.  Quantitative pre and post measures were used and following 

completion of the DAC course, semi-structured interviews (n=15) were used to assess the 

acceptability and impact of the course to unpaid caregivers of individuals with dementia. This 

work provided preliminary evidence of acceptability and impact of the intervention to inform 

further development and laid the groundwork for a future randomised control trial, with the 

hope that the DAC course can be more widely delivered across various services to assist 

with providing caregivers psychoeducation and support. 

This conceptual introduction considers the essential research and theoretical 

background motivating this study. It begins by describing dementia and the impact it has on 

individuals diagnosed. It then explores the needs of caregivers, in particular informal 

caregivers, as well as the impact caring for someone with dementia can have on informal 

caregivers. Following this, it explores the different support available for informal caregivers 

and importantly, the gaps in this area. Finally, it takes into consideration the literature 

reviewed within the chapter and discusses the aims of the thesis. 
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2.Dementia 

2.1 Defining Dementia 

Dementia is an umbrella term used to describe a series of neurodegenerative 

conditions that can affect an individual’s cognitive functions such as language, memory, and 

decision making. It is progressive in nature and the main symptom is the decline in brain 

function due to physical changes of the brain itself. Dementia, known as neurocognitive 

disorder in the Diagnostic and Statistical Manual of Mental Disorders (DSM-5), is 

characterised by five criteria (5th edition; American Psychiatric Association, 2013). There 

must be cognitive decline in one or more cognitive areas based on information provided by a 

reliable informant or clinician and this must be documented by objective cognitive 

assessment (criterion A). The individual must experience interference with independence in 

everyday activities (criterion B). The decline in cognitive ability must not occur exclusively 

during delirium (criterion C), must not be better explained by another mental disorder 

(criterion D) and must be due to an etiologic subtype as described in the DSM-5, for example 

Alzheimer’s disease or dementia with Lewy Bodies (criterion E). As noted, dementia has 

several causes, one of which is Alzheimer’s disease. Alzheimer’s disease is the most 

common cause of dementia, followed by vascular dementia and mixed dementia, and then 

rarer types such as Lewy body dementia and fronto-temporal dementia (Knapp et al., 2007).  

2.2 Dementia Prevalence and Models 

There are roughly 50 million people with dementia globally (Mauricio et al., 2019), 

whereby around 885,000 people are diagnosed with dementia in the UK (Wittenberg et al., 

2019). Given the rise in life expectancy and a global ageing population, it has been predicted 

that by 2050 roughly 135 million people across the world will be living with dementia 

(Cummings et al., 2016). In the UK alone, it has been predicted that by 2051, prevalence of 

a dementia diagnosis could exceed two million individuals (Prince et al., 2014). Whilst some 

individuals can be diagnosed with early onset dementia, this is less common (Knapp et al., 

2007) and generally the risk of dementia increases with age. There is also some research 
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that suggests risk factors such as lack of education, obesity, hearing loss, hypertension, 

traumatic brain injury, alcohol misuse, smoking, physical inactivity, and social isolation can 

contribute to an increased risk of dementia (Livingston et al., 2017). 

When trying to understand dementia, various models have been proposed. The 

medical model assumes that dementia is a disease caused by a deterioration of the brain 

parts that control cognitive and behavioural functioning and should be managed by medical 

authorities (Lyman, 1989). The model has been particularly useful in assisting with the 

development of medication and has predominantly been used in the assessment and 

treatment of dementia. However, it has been criticised for leading the individual with 

dementia to be viewed as a ‘diseased person’ (Lyman, 1989).  

To understand dementia from a different perspective, other models were proposed. 

The Progressively Lowered Stress Threshold (Hall, 1987) takes into consideration the 

different categories of stress and proposes that the environment must be adjusted when 

caring for an individual with dementia. A social constructionist model (Sabat & Harre, 1992) 

understands dementia as a loss of the ‘self’ and suggests that whilst a person’s ‘private self’ 

remains intact during dementia, their ‘public self’ becomes fragmented. However, these 

models can be limited in providing a holistic understanding of dementia and can be deemed 

outdated. Kitwood (1993) proposed that importance should in fact be placed on psychosocial 

factors and noted that when an individual’s self-esteem is damaged by “malignant social 

psychology”, when others treat them in an unhelpful way due to social processes, it can lead 

them to feel discouraged and a failure. The dialectical model of dementia (Kitwood, 1993) 

suggests that both physical and psychological factors contribute to dementia, and that 

symptoms are often an interplay of both. Understanding dementia in this way, led to an 

advanced awareness of the concept of “personhood” (Kitwood, 1997) and person-centred 

care, where a person’s psychological symptoms are considered when treating dementia. 

The biopsychosocial model of dementia takes the above models a step further and 

acknowledges that symptoms of dementia are the result of physical symptoms, mental 

health, and the environment the person is in (Engel, 1977; Spector & Orrell, 2010). Within 
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the model, the physical symptoms include the changes caused by dementia itself as well as 

the general physical wellbeing of the individual. The mental health aspect includes factors 

such as mood, personality, and self-efficacy. Given that dementia can impact these factors 

in different ways, it is also important to consider the person’s history and life-story to assist in 

determining how the dementia may affect the person. Furthermore, this model considers 

different cognitive and sensory stimulation, such as meaningful activities, an individual may 

require to maintain their mental well-being. With regards to the environment aspect, this 

acknowledges that the people in our environment, the interactions we have with them, and 

the nature of our environment, can impact our general well-being and feeling of 

independence. The biopsychosocial model suggests that each of the main three aspects are 

important and should be considered when treating dementia.  

3.Impact of Dementia 

3.1 Financial Impact 

There is already a great economic cost related to dementia and with prevalence rates 

predicted to increase over the coming years, the cost of dementia is likely to surge 

(Wittenberg et al., 2019). In 2006, it was estimated that costs associated with supporting 

those with dementia in the UK was £23 billion (Luengo-Fernandez et al., 2010). Of this, £1.2 

billion was due to health care, £9 billion due to social care and £12.4 billion due to the time 

given by unpaid caregivers. By 2015, these figures increased whereby in England alone, 

total costs associated to caring for those with dementia was reported to be £24.2 billion 

(Wittenberg et al., 2019). As such, the need to increase awareness of dementia, as well as 

diagnosis and care, is of great importance and many countries are now increasing research 

funding in order to achieve this (Pickett et al., 2018).  

3.2 Impact on the Individual with Dementia 

Whilst there are different models offering ways to conceptualise dementia, it is known 

that dementia is progressive in nature and can have a substantial impact on an individual’s 

daily functioning and behaviour. Often many individuals are placed on a waiting list for an 
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assessment and diagnosis of dementia, which can leave the individual and those around 

them sitting with uncertainty and awaiting support (Hodge & Hailey, 2015). These waiting 

times from referral to diagnosis across services nationwide are reported to be between 0-

102 weeks, highlighting the long length of time individuals are left waiting for answers, whilst 

continuing to experience psychological, social, and physical changes (Royal College of 

Psychiatrists, 2022).  

3.2.1 Psychological changes 

The different types of dementia have varying patterns of progression and individuals 

experience dementia in their own way. Generally, dementia can reduce an individual’s ability 

to reason, communicate, understand, remember and function (Lewis et al., 2014). Due to 

these changes, some individuals find it challenging to manage their emotions and 

behaviours, resulting in changes in their personality (Lawlor, 2002). No longer being able to 

complete tasks can lead individuals to question their competency, reducing their self-esteem 

and sense of control (Bahro et al., 1995). Furthermore, qualitative research has highlighted 

that individuals with a diagnosis of dementia tend to report a loss of identity, which 

contributes to them experiencing low mood and loneliness (Aminzadeh et al., 2007). Those 

with moderate or severe dementia, are reported as scoring much lower when assessing 

quality of life compared to other severe chronic conditions, highlighting the impact the illness 

can have on an individual (Mesterton et al., 2010). Furthermore, as dementia is a 

progressive illness and not every individual’s dementia symptoms progress at the same 

speed or in the same way, those diagnosed have to live with a sense of uncertainty, creating 

heightened levels of anxiety (Aminzadeh et al., 2007).  

3.2.2 Impact on Independence  

As the symptoms of dementia progress, they can impair an individual’s ability to carry 

out everyday tasks and, in many cases, cause disability and dependency (Henderson & 

Jorm, 2000; Savva et al., 2009). Most individuals with dementia end up leaving their jobs 

and, in some cases, this is not always a voluntary decision. In turn, this not only causes a 
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major change in their daily routine and sense of purpose but can also result in financial 

challenges (Biggs et al., 2019). Furthermore, in some cases where individuals may have 

difficulty in remembering, understanding, and communicating, they may have less freedom 

with regards to their finances. Given the changes in functioning and gradual increase in the 

need for assistance, some people with dementia stop driving, creating restrictions on 

freedom around travelling (Biggs et al., 2019). Not being able to drive and having to rely on 

others can cause a loss of identity, limit social interactions with others, and increase feelings 

of loneliness and burdensomeness (Sanford et al., 2019).  

3.2.3 Changes in Relationships  

Changes in an individual’s ability, lead to a change in their valued lifestyles, social 

roles, and the relationships they have with others (Katsuno, 2005; Pratt & Wilkinson, 2001). 

As the dementia progresses, people with dementia often rely on family members and/or 

friends to assist with everyday tasks. This consequently leads to a change in relationship 

whereby those providing assistance, begin to take on more of a caring role which in some 

cases (particularly parent-child or spousal relationships) can be challenging to adjust to 

(Pratt & Wilkinson, 2001). Research has also noted that people with dementia report an 

experience of a shrinking social world, whereby over time relationships with others fade and 

individuals tend to lose social connections with friends and family members (Biggs et al., 

2019).  

3.2.4 Impact of Stigma  

Some may experience the effects of stigma and social ‘demotion’, which in turn can 

have an impact on relationships with others as well as an individual’s well-being (Harman & 

Clare, 2006). Stigma around dementia can be a result of various aspects such as a general 

misunderstanding of what dementia is and the effects of dementia, public fear, as well as the 

varying cultural views of dementia (Urbanska et al., 2015). Individuals diagnosed with 

dementia have reported that following diagnosis, many treat them differently due to the 

stigmatised views held around dementia. People reported being treated as incapable, not 
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being trusted with information, as well as being excluded from social events (Aminzadeh et 

al., 2007; Harman & Clare, 2006). This can lead to social isolation, lowered self-esteem, 

anxiety, and feelings of shame (Urbanska et al., 2015). 

3.2.5 Physical Health Changes 

Many individuals, particularly as the dementia progresses, experience physical health 

comorbidities further impacting their general well-being (Prince et al., 2016). Some of these 

comorbidities include stroke, diabetes, visual and auditory impairments as well as fractured 

or broken bones as a result of falls (Bunn et al., 2014). Managing the changes that occur as 

a result of dementia, alongside possible comorbid physical health concerns, can further 

contribute to the experiences of low mood, anxiety, and a general sense of loss of self-

identity (Bunn et al., 2014). People with dementia are also more likely to be admitted to a 

general hospital than individuals of a similar age, particularly for falls, chronic diseases, and 

urinary tract infections (Prince et al., 2016). Despite this, physical health is not appropriately 

managed amongst this group and there are missed opportunities to improve physical health 

and function and in turn, avoid hospitalisation (Prince et al., 2011).  

Considering the above, it is no surprise that dementia can have a profound impact on 

a person and hence it is important to keep this in mind when caring for an individual.  

4.Caring for Someone with Dementia 

Due to the various symptoms of dementia and the overall slow decline in 

independence, individuals with dementia often need support from others. This can vary 

depending on need and availability, but individuals may be able to attend day centres, 

hospices, residential or longer-term care homes, or remain at home with some professionals 

offering home visits (World Health Organisation, 2021). In the UK in 2014, 39% of those with 

a diagnosis of dementia were living in a care home (either residential or nursing home), 

compared to 61% who were living in the community (Prince et al., 2014). As the dementia 

progresses, the amount of support an individual requires increases, whereby many people 

with dementia end up requiring 24-hour support. It has been predicted that the number of 
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individuals with dementia who will require palliative care will quadruple by 2040 across 

England and Wales (Etkind et al., 2017). 

4.1 Informal Caregivers 

Given the high demand for health services, in many cases caregivers are relied upon 

to contribute to care (Haikio et al., 2019; Prince et al., 2016). Most often these caregivers are 

family members or friends, who provide informal care to people with dementia (Gilsenan et 

al., 2003). An informal caregiver is defined as “anyone who cares, unpaid, for a friend or 

family member who due to illness, disability, a mental health problem or an addiction; cannot 

cope without their support” (Carers Trust, 2019, para. 1). Informal caregivers often assist 

with various activities of daily living, provide support with regards to treatment plans, 

facilitate meaningful activities, as well as assist in providing a safe and supportive 

environment. In 2019, it was reported that informal caregivers across the world spent over 

89 billion hours providing support to individuals with dementia (World Health Organisation, 

2021). Furthermore, when calculating the cost of supporting someone with dementia, the 

cost of informal care accounts for the greatest proportion of the total cost of care, 

highlighting not just how many informal caregivers there are, but the enormous amount of 

care they provide (Allen et al., 2020). The large number of informal caregivers across the 

world has been known to reflect the lack of resources and general support for people with 

dementia (Messina et al., 2022).  

There are many other reasons why individuals become informal caregivers, for 

example, due to a sense of love, spirituality, social or cultural pressures, or duty (Eisdorfer, 

1991; McCleary & Blain, 2013). Research into the demographics of informal caregivers has 

reported that most people with dementia were cared for by their spouse (67%) and the 

majority of informal caregivers were female (67%) (Wimo et al., 2013). Women were also 2.5 

times more likely to provide 24-hour care and 2.3 times more likely to provide care for over a 

five-year period compared to men (Alzheimer’s Research UK, 2015). Furthermore, 63% of 

caregivers reported to be retired, 18% were still in paid employment, and 15% noted they 

had to give up their employment in order to carry out their caring responsibilities (NHS 
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Digital, 2016). Whilst there are a high number of informal caregivers, some do not identify 

themselves as caregivers or are not recognised as a caregiver by health and social care 

(Riffin et al., 2017). This may be due to lack of awareness of what classifies as an informal 

caregiver, cultural beliefs around the role of caregiving, and/or specific eligibility criteria set 

out by authorities (Aldridge & Hughes, 2016; Brandao et al., 2016). As such, they may not 

have access to appropriate support which can negatively impact both themselves and the 

individual with dementia.  

4.2 Impact Caring has on Unpaid Caregivers 

Some research has suggested that caring can lead to a sense of gratification and 

accomplishment (Doris et al., 2018) and in some cases strong family bonds to be built (Tao 

& McRoy, 2015). Furthermore, the caregiving role has been found to have a positive impact 

particularly with regards to personal growth and purpose in life when caregivers are provided 

with appropriate support (Doris et al., 2018). However, in many cases without the 

appropriate support, informal caregivers experience various negative effects (Laparidou et 

al., 2018).  

4.2.1 Social Impact  

4.2.1.1 Independence. Given the various symptoms of dementia, many caregivers 

are required to assist with tasks such as bathing, dressing, feeding, assisting with toileting, 

and managing the psychological changes the individual with dementia may experience. In 

some cases, caregivers have to be constantly aware of the unpredictability with regards to 

the behaviour that may arise such as wandering and/or aggression, providing little time for 

the caregiver to be ‘off-duty’ due to having to supervise the care recipient (Hall & Skelton, 

2012). Often, these tasks are carried out alongside the caregiver’s own activities of daily 

living and as such, many informal caregivers experience a loss of independence and time as 

well as a change in their current lifestyle (Livingston et al., 2020; Quinn et al., 2008). 

Findings have highlighted that often caregivers find it challenging to balance their own needs 

and those of the individual living with dementia, leading to their sense of well- being 
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subsumed by their role as carer (O’Shaughnessy et al., 2010). In some cases, individuals 

are left with little option but to reduce or give up employment hours as well as change their 

lifestyle to meet caregiver demands. It has been reported that across England in 2016-17, 

36% of caregivers spent over 100 hours per week carrying out caring duties whereby 15% of 

dementia caregivers had to give up work due to caring responsibilities (NHS Digital, 2017). 

This can create a huge financial burden on informal caregivers, however despite this, there 

is little financial support available (World Health Organization, 2021).  

4.2.1.2 Relationships. Many caregivers report limitations with regards to their social 

life whereby due to caring responsibilities, they are often no longer able to attend social 

events they enjoyed prior to their caring role (Capus, 2005). Research has noted that 

caregivers of people with dementia are more likely to prioritise their caregiving role over 

engaging in their own leisure activities and as such, tend to engage in fewer leisure activities 

than non-caregivers (Ho et al., 2014; Schuz et al., 2015). Given the limited time to socialise 

or engage in activities that enable relationships to be built, informal caregivers often report 

an increase in social isolation (Capus, 2005).Furthermore, moving into a caregiving role 

brings about changes in the relationship between the caregiver and the care recipient. For 

some caregivers the caregiving role can aid in strengthening the existing relationship (Ablitt 

et al., 2009). For others, it can be challenging to adjust to, and findings have noted 

caregivers report difficulty in balancing these relationships, particularly given the ongoing 

changes in the care recipient’s presentation (Capus, 2005; Quinn et al., 2008). In the case of 

spousal relationships, findings have reported caregivers not only face challenges in adapting 

to the caregiving role, but also significant losses with regards to their couple relationship 

(O’Shaughnessy et al., 2010). These challenges are often exacerbated due to the limited 

support and information caregivers are offered, and research has highlighted the need to 

provide caregivers with information around dementia, the effects it has, as well as practical 

skills in being able to manage their caregiving relationships (Quinn et al., 2008).  
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4.2.2 Burden  

Various research studies have explored the experience of caregiver burden as well 

as the different determinants that might contribute to burden. Caregivers of individuals with 

dementia are reported as being likely to have higher levels of burden compared to other 

caregivers (Brodaty & Donkin, 2009; Messina et al., 2022,) and that this is often related to 

factors such as uncertainty with regards to the future, frustration, and embarrassment, as 

well as the direct impact of caregiving itself (Smith et al., 2018). Another review noted that 

the strongest predictors of burden amongst caregivers were caregiver overload (burnout and 

fatigue), a sense of “role captivity” (feeling ‘trapped’ in the role), adverse life events that 

occur outside the role of caring, and the quality of the relationship (Campbell et al., 2008). 

Research has also suggested caregiver burden is likely to increase as both the severity of 

the dementia increases and the amount of care required increases (Capus, 2005; Chiao et 

al., 2015; Langa et al., 2001; Newbronner et al., 2013). 

Given the impact caregiver burden can have on an individual, various models have 

been proposed in order to gain further understanding. The stress process framework 

(Pearlin et al., 1990) suggests that caregiver burden is a consequence of interrelated 

aspects including the characteristics of the caregiver (socioeconomic and resources), as well 

as primary (concerns directly related to the caregiving role) and secondary (concerns outside 

of the caregiving role) stressors. Lazarus & Folkman (1984), provided a conceptual model, 

proposing that caregiver burden is not an automatic response to a stressful event, but rather 

is dependent on the individual’s appraisal of that event. This was further supported by 

empirical research highlighting the various individual differences in response to caregiving 

stress (Haley et al., 1987). A systematic review of different models of caregiver burden 

highlighted that the majority of findings report care recipient behavioural concerns, caregiver 

coping and personality traits as well as caregiver competence, as being the most consistent 

determinants of caregiver burden (Van der Lee et al., 2014).  

However, as noted above, individual differences exist with regards to burden 

experienced by caregivers and hence burden levels are known to vary across cultures, 
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gender, and caregiver role (Liu et al., 2022, Losada-Baltar et al., 2022; Smith et al., 2018). 

Based on the model proposed by Lazarus & Folkman (1984), the sociocultural stress and 

coping model was developed to understand caregiver stress and coping processes among 

various cultural groups (Aranda & Knight, 1997). This was later revised, and findings suggest 

that cultural values and differences between cultural groups influence the caregiver’s choice 

and use of coping strategies, therefore in turn, impacting the experience of caregiver burden 

(Knight & Sayegh., 2010). Whilst much research focuses on caregiver burden, it is also 

important to consider the experience of caregiving as positive, rather than negative. Some 

findings have noted that greater involvement in caregiving is related to decreased anxiety 

and depression, and that the ability to provide care and help others can assist with 

counterbalancing the suggested negative experiences of caregiving (Beach et al., 2000), as 

well as increase caregiver satisfaction (Kramer, 1997). Other findings of adult-child 

caregivers reported that the more help provided was related to fewer depressive symptoms 

and an increase in positive affect (Lawton et al., 1991). Importantly, research has noted that 

when caregivers are provided with support, information, practical skills, education and 

advice, the experience of caregiver burden is reduced, in turn increasing the experience of 

positive aspects of caring, quality of life and the mental and physical health of caregivers, 

suggesting a need for interventions targeting these areas (Abdollahpour et al., 2018; Van 

der Lee et al., 2014). 

4.2.3 Psychological Impact 

Given the changes in social circumstances, burden levels and financial 

circumstances, caregivers are often at higher risk of developing a mental health disorder 

(Lewis et al., 2014). Family caregivers of people with dementia are likely to have higher 

stress levels, experience psychological concerns and health difficulties compared to non-

caregivers (Brodaty & Donkin. 2009). Research exploring the psychological impact of 

caregiving has noted that often caregivers experience emotional strain which in turn is 

reported to cause challenges in being able to manage the role of caregiving (Cascioli et al., 

2008). Often caregivers report experiencing emotions such as fear, guilt, helplessness, grief, 
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confusion, and resentment (Benbow et al., 2009; Callaby, 2012). Findings have also noted 

that this emotional impact of caring can lead to various psychological concerns for 

caregivers, such as anxiety and depression, and in turn, this can have an impact on their 

behaviour towards the care recipient (Cooper et al., 2018; O’Shaughnessy et al., 2010).  

4.2.3.1 Anxiety. Dementia can lead to individuals displaying unpredictable 

behaviours and often this requires caregivers to be alert. Managing these behaviours, not 

knowing what or when they may happen, can be tiring and anxiety provoking (Cooper et al., 

2007). Furthermore, from the point of diagnosis through to end-of-life care, important and 

challenging decisions are often needed to be made regarding ongoing care and support. 

Frequently, caregivers are involved in making these decisions and research has noted 

caregivers often find this a challenging, anxiety-provoking situation at all stages of the caring 

journey (Livingston et al., 2010). Given the various aspects caring for an individual with 

dementia involves, it is not surprising that dementia caregivers are found to report high rates 

of anxiety, with these rates increasing with those who provide more intensive care (Hirst, 

2003; Hirst, 2005). This in turn, may put them at higher risk of perceived stress, physical and 

other psychological concerns, as well as lower life satisfaction and self-esteem (Schulz et 

al., 1995). Research looking into the self-reported needs of caregivers has highlighted that 

caregivers felt being provided with information and support early in their caregiving journey, 

would assist with reducing anxiety around the caregiving role (Cascioli et al., 2008).   

4.2.3.2 Depression. In addition to anxiety, rates of depression have also been found 

to be higher amongst caregivers of individuals with dementia (Brodaty & Donkin, 2009; 

Cooper et al., 2008). Carrying out caregiving tasks can be both stressful and challenging, 

particularly when caregivers have little control over the symptoms an individual might 

experience. Often this can lead to caregivers experiencing a lack of confidence, higher 

stress levels, and depression (Pinquart & Sorensen, 2003). Furthermore, as the dementia 

progresses, individuals require more intensive support and findings have noted that severity 

of cognitive impairment of the individual living with dementia is significantly associated with 

severity of caregiver depression (Ballard et al., 1995). These increased rates of depression 
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are also noted among those caregivers who are reported to be first-degree relatives (Coope 

et al., 1995). Often, caregivers are required to change their lifestyles reducing their 

engagement in meaningful activities to support the care recipient, leading to experiences of 

loneliness, fatigue, and depression (Capus, 2005; Gao et al., 2022).  

4.2.4 Physical Health Concerns 

Depression amongst caregivers of people with dementia, has also been correlated 

with increased physical health concerns (Brodaty & Donkin, 2009). Some have suggested 

that higher rates of physical health concerns amongst caregivers are due to the physical 

exertion required when carrying out some caring tasks, changes in lifestyle such as diet and 

exercise, as well as the physiological effects of psychological concerns (Parkinson et al., 

2017; Shaw et al., 1997). Other research has noted that lower levels of social support are 

related to an increase in poor physical health among caregivers, highlighting the need for 

caregiver support (Schulz et al., 1995). Additionally, increased length of time as a caregiver, 

higher levels of burden and depression, increased progression of dementia, along with lower 

levels of informal support, have all been found to be related to an increased risk of physical 

health concerns among caregivers (Pinquart & Sorensen, 2007). Of those caregivers that 

report wanting to engage in physical activity, barriers such as fatigue, lack of time, difficulty 

changing the care recipient’s routine and lack of independence are noted, suggesting 

aspects of the caregiving role itself are likely to contribute to poor physical health among 

caregivers (Horne et al., 2021). 

5.Support for Caregivers of Individuals with Dementia 

5.1 Research Interventions   

Research has stressed the importance of being aware of caregiver needs and ways 

to address them. Various research has investigated what interventions may be best suited 

for caregivers of individuals with dementia. Some findings have suggested that providing 

interventions focused on increasing the caregiver’s understanding and awareness of 

dementia can have a positive impact on the way in which they then provide care (Kahn et al., 
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2016). This is supported by research that suggests increasing knowledge of dementia and 

the nature of its progression, can assist with caregiver’s mental health, reduce stigma and 

burden, as well as encourage them to provide person-centred care (Jensen et al., 2015; 

Kahn et al., 2016; Mitchell et al., 2009; Wenborn et al., 2016). Other research has stressed 

the importance of structured multi-component interventions and have found this could also 

reduce the risk of being moved into a care home prior to it being needed and assist with 

maintaining the psychological health of caregivers (Evans et al., 2020; Kurz et al., 2009; 

Mittelman et al., 2006; Pinquart & Sorensen, 2006). Interventions focussed on psychosocial 

aspects of dementia have been known to enhance resilience of caregivers, maintain quality 

of life whilst reducing depressive symptoms and stress (Nguyen et al., 2019; Teahan et al., 

2020; Zhu et al., 2021). As such, it is hoped that by developing interventions targeted at 

caregivers of individuals with dementia, psychological concerns, burden, and other forms of 

distress can be eased among this group (Gallagher-Thompson et al., 2012). 

5.1.1 REACH Project 

In the United States of America (USA), the Resources for Enhancing Alzheimer’s 

Caregiver Health (REACH) project was established in 1995 and aimed to test potential 

interventions to enhance the ability and confidence of caregivers of individuals with dementia 

(Wisniewski et al., 2003). The REACH project analysed nine different interventions, with two 

control conditions, across different sites in the USA to examine the feasibility and outcomes 

of each intervention. Results showed that those in the active interventions reported reduced 

caregiver burden compared to those in the control conditions. Given that different 

interventions were delivered across the different sites, results provided an indication on 

which intervention type benefitted which group of individuals more so than others. For 

example, findings noted that wives of people with dementia who exhibited high anxiety, 

benefited most from an automated telecare intervention (Mahoney et al., 2003). At a different 

site, African American caregivers benefited more from a behavioural skills training 

intervention than White caregivers, and similar results were found for non-spouse caregivers 

compared to spousal caregivers (Burgio et al., 2003). Following the results of the REACH 
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project, a follow-up study, REACH II project, was designed to test a single behavioural 

based intervention across multiple sites with an ethnically diverse population. Results 

suggested the behavioural intervention could be a feasible tool in providing support to 

caregivers of individuals with dementia (Nichols et al., 2017). However, a few limitations are 

noted with the REACH II project. Aware that caregivers’ time can be limited due to the nature 

of the caregiving role, it is important to consider the length of this intervention (six months) 

and the overall impact this might have on the caregiver having to take time to attend, which 

may not always be feasible. Furthermore, one of the eligibility criteria required caregivers to 

report distress associated with caregiving at the baseline assessment (Belle et al., 2006). As 

previously mentioned, it is key that services provide support as early as possible to ensure 

preventative, rather than reactive support, assisting caregivers in their caregiving role 

(Jensen et al., 2015; Kahn et al., 2016). 

5.1.2 START Project 

Another caregiver intervention within the USA, “Coping with Caregiving” was 

developed and comprised of five modules delivered across 13 sessions. Results indicated 

levels of depression and anxiety amongst those caregivers who engaged in the intervention 

reduced, whilst self-efficacy improved (Gallagher et al., 1985). This intervention was then 

adapted for delivery within the UK National Health Service (NHS) and was evaluated in the 

Strategies for Relatives (START) project (Livingston et al., 2013). The START intervention 

comprised of eight sessions of a manual based coping strategy delivered on an individual 

basis over 8-14 weeks and this was compared to a treatment as usual group (Livingston et 

al., 2013). The eight sessions included stress and wellbeing, reasons for behaviour, making 

a behaviour plan, behaviour strategies and unhelpful thoughts, communication styles, 

planning for the future, introduction to pleasant events and your mood and finally, using your 

skills in the future. In between sessions caregivers were asked to practice the strategies in 

the manual and listen to a CD which comprised of different relaxation techniques. Results 

from the project showed that those who engaged in the intervention compared to treatment 

as usual, had a higher quality of life, were less likely to have case level depression and 
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scored lower on the Hospital Anxiety and Depression Scale (Zigmond & Snaith, 1983), both 

in the short-term and 24 months later (Livingston et al., 2014). However, it is noted that 

baselines scores of depression and anxiety were already high, increasing the likelihood of a 

score change at post-test and may account for the changes reported (Livingston et al., 

2014). Furthermore, given the number of resources required to deliver the START project, it 

is deemed too expensive for health services to deliver, further highlighting the need for a 

brief psychoeducational and support intervention for dementia caregivers that is feasible to 

be run across services (Amador et al., 2021).  

5.2 Third Sector Interventions/Support  

Third sector organisations within the UK generally have a large reach to caregivers (Amador 

et al., 2021). Often these organisations are charities, social enterprises and voluntary groups 

offering support to those in the community. Surveys have noted that these services provide 

information and advice, social support such as memory cafes, dementia-friendly libraries and 

leisure centres, and caregiver support groups (Frost et al., 2020). The UK’s largest dementia 

charity, Alzheimer’s Society (Amador et al., 2021), provides activity groups, information and 

guidance which is available online, in person and via telephone, caregiver groups, peer 

support groups, as well as campaigning and supporting various research. The START 

project teamed up with the Alzheimer’s Society to explore effectiveness of the delivery of the 

START project through a third sector organisation. Results showed scores for anxiety and 

depression reduced following engagement with the intervention and both facilitators and 

caregivers rated the intervention positively, but this was not statistically significant (Amador 

et al., 2021). Furthermore, incidence rates of depression and anxiety across the participants 

were relatively high at baseline (67%), which in itself, increases the likelihood of a score 

change at post-test (Amador et al., 2021). 

5.3 Impact of COVID-19 

Access to dementia care was known to be varied depending on sociodemographic 

characteristics prior to the COVID-19 outbreak (Pham et al., 2018), and this was found to 
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have been exacerbated during the pandemic and following the various restrictions put in 

place (Giebel et al., 2020). Of the services that are available, many were closed in line with 

government regulations, causing delays in diagnosis and post-diagnosis care (Wang et al., 

2020). Respite programmes and social settings were no longer accessible, further increasing 

caregiver burden and social isolation and consequently impacting their mental and physical 

health (Cohen et al., 2020). Government regulations required individuals to work from home, 

and whilst some companies provided special allowances for childcare, support for informal 

caregivers was often neglected (Giebel et al., 2021). This meant that many informal 

caregivers had to work from home full time, alongside carrying out their caregiving tasks, 

further increasing stress and burden (Barros et al., 2020). These increased negative effects 

on caregivers are important to note as research has suggested that this, as well as poor 

physical health, is a risk factor in managing caring responsibilities, potentially causing 

negative effects on the care recipient and, increasing the likelihood of them being placed in 

long-term residential care (Hebert et al., 2001; Navaie-Waliser et al., 2002).  

Research has explored the impact of changes in the services provided prior to 

COVID-19 and during COVID-19 as well as the experiences of dementia caregivers. Whilst 

support was varied pre-pandemic, services tended to provide support such as residential 

care, in person support groups, befriending and social activities (Giebel et al., 2020). In a UK 

survey including 285 unpaid caregivers, findings showed that use of these support services 

decreased during COVID-19, and caregivers reported heightened levels as depression and 

anxiety (Giebel et al., 2020). Other qualitative research highlighted that prior to COVID-19 

caregivers reported transport, finances, and location as being barriers to accessing support 

(Giebel et al., 2021). With COVID-19 restrictions put in place, these caregivers reported 

these barriers as being exacerbated and noted that services were slow to adapt, resulting in 

a loss of support (Giebel et al., 2021).  

5.4 Online Interventions  

 However, whilst COVID-19 has impacted caregivers in various ways, it provided 

services with time to reflect on different ways of adapting their service provision. For 
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example, findings from one study noted the pandemic as allowing services to conduct visits, 

consultations, and offer support remotely, which in turn enabled them to extend their reach 

to caregivers who lived further away, or who were unable to have time to travel (Wheatley et 

al., 2022). Even prior to the COVID-19, interventions that are delivered online have been 

suggested as an alternative to in person interventions to assist with providing support to a 

large number of individuals at a suggested lower cost, particularly given the increase in 

dementia prevalence (Martin-Carrasco et al., 2009). Across the world various online 

interventions have been proposed consisting of caregiver information and support (Torp et 

al., 2008), information websites along with telephone support (Glueckauf & Loomis, 2004), 

and information websites along with individual work and discussions with other caregivers 

(Ducharme et al., 2011; Marziali & Garcia, 2011). One systematic review of online 

interventions reported improvements in caregiver self-efficacy, depression, and confidence, 

with interventions comprising of multiple components that are tailored to the individual (Boots 

et al., 2014). Another study reported that those who engaged in an online intervention 

reported increased self-control, lower health risks, greater self-efficacy and perceived their 

caregiver role to be less threatening (Ducharme et al., 2011). With regards to online group 

interventions, one systematic review and meta-analysis noted significant effects on reducing 

caregivers’ depressive symptoms (Yu et al, 2023), whilst another study noted that providing 

online video conferencing support groups contributed to improving caregivers’ mental health 

and reducing caregiver stress responses (Marziali & Garcia, 2011). It is also known that 

offering online interventions assists with access concerns for those who have challenges 

accessing in-person support (Serafini et al., 2007), as well as allowing caregivers to access 

support from their own home without having to leave the care recipient (Boots et al., 2014). 

However, whilst there is various support for online caregiver interventions, there is great 

variability in their focus, length, and type, hence further research is required.   

5.5 Gap in Services  

Despite the need for support amongst dementia caregivers being widely known and 

reported on, there remains concern with regards to the support available and offered to 
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these individuals. Literature reviews have noted caregivers’ experiences of services across 

the UK as being largely negative (Francis & Hanna, 2022), with many noting a perceived 

lack of support specifically designed for caregivers (Sutcliffe et al., 2015).  

Findings have highlighted the need for a single point of access to information and 

support that all caregivers can receive (Gorska et al., 2013). As previously mentioned, not all 

informal caregivers identify as a caregiver and hence this may leave them unable to access 

any support that may be available for caregivers, due to them not holding a formal caregiver 

status (Riffin et al., 2017). As such, interventions that are offered as part of a standard 

package of care to all carers, regardless of whether they hold formal caregiver status or not, 

are required to assist with overcoming these concerns and ensuring consistency in whom 

support is provided to.  

Whilst third sector organisations can provide forums and/or peer support groups for 

caregivers of people with dementia, these services are not part of a nationally mandated 

service specification for carer support and hence variability in being offered this support 

exists. Community services are often subject to high demand with constrained funding 

whereby funding for services and staffing are reliant on fundraising, donations, and/or 

commissioning arrangements within that particular geographical area. This in turn creates 

increased pressure and long waiting lists whereby in some cases, caregivers are unable to 

access support when needed (Chadborn et al., 2019). Given this and the challenges with 

obtaining outcome measures due to the short-term nature of funding and/or service format, 

these services have low rates of programme evaluation (Chadborn et al., 2019), making it 

challenging to see whether there are any significant benefits for caregivers of individuals with 

dementia. In one national survey investigating post-diagnostic care across England, findings 

highlighted inconsistencies in service provision, commissioning arrangements, as well as 

which service provided what support (Frost et al., 2020). Furthermore, it is suggested that 

this inconsistency could be due to the lack of clear recommendations on service provision for 

post-diagnostic care, highlighting the need for an intervention that is offered as a standard 

package of care which is part of a nationally mandated service specification for carer 
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support. Offering an intervention in this way could also assist with allowing for continuous 

monitoring to ensure services are providing appropriate, effective support for caregivers 

(Gorska et al., 2013).  

Another challenge that arises when there is no standardised dementia 

psychoeducation or support available, is that often the onus is on the caregiver themselves 

to seek out appropriate services for support. As such, having to seek out support, in what 

might be an unfamiliar area for some, can be time-consuming, something that not all 

caregivers are able to give. Research has also highlighted that caregivers of individuals with 

dementia often find it challenging to seek out support on their own accord due to cultural, 

environmental, and personal factors (Brodaty et al., 2003; Messina et al., 2022). Findings 

from a qualitative literature review have noted both the lack of awareness and difficulty in 

accessibility of support available among caregivers, in turn contribute to low service use 

(Francis & Hanna, 2022). These findings are supported by others, stressing the need for an 

intervention provided as a standard package of care to allow for easier accessibility and a 

consistent approach that is offered to all caregivers (Gorska et al., 2013; Laparidou et al., 

2019; Sutcliffe et al., 2015).  

Support available is often offered at point of crisis rather than at an earlier point to 

provide preventative care (Aldridge et al., 2020). Consequently, individuals with dementia 

then require more intensive support, which often is too expensive to be delivered, resulting in 

individuals being placed in care (Aldridge et al., 2020).  Research has also suggested that 

reactive care could be due to various reasons such as caregivers’ limited awareness of 

services available, lack of availability of services, and/or long waiting times to be seen by 

services (Brodaty et al., 2005). Findings from focus groups carried out across England found 

that caregivers felt information and support provided was often too late, whereby timeliness 

of information was noted as being particularly important (Sutcliffe et al., 2015). This is also 

noted in other findings in which caregivers reported a lack of preparedness to provide 

effective care and felt being provided with information and skills early on in their caregiving 

journey would have assisted with overcoming this (Laparidou et al., 2019). Additionally, as 
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previously mentioned, providing caregivers with skills and appropriate information they can 

utilise in their caregiving role, can also assist with reducing the risk of the individual with 

dementia being placed in residential care earlier than needed as well as with maintaining the 

psychological health of caregivers (Evans et al., 2020; Kurz et al., 2009; Mittelman et al., 

2006; Pinquart & Sorensen, 2006).  

Despite caregiver psychoeducation and skills training being recommended by the 

National Institute for Health and Care Excellence (NICE) dementia guidelines (NICE, 2018), 

many caregivers experience a lack of support and information from services (Gorska et al., 

2013; Sutcliffe et al., 2015). As highlighted above, there are challenges with awareness and 

accessibility of services as well as inconsistency in the availability, content, and 

implementation of interventions that are offered to caregivers of individuals with dementia 

across the UK. Qualitative findings from caregivers in the UK have noted that services tend 

to provide inadequate or no support and advice on how to manage the differing behaviours 

of the individual living with dementia, general educational information on dementia prognosis 

and progression, skills on interacting with the individual living with dementia, general support 

for the caregiver themselves, as well as services available for further general support 

(Laparidou et al., 2019). Providing a brief psychoeducational intervention that is part of a 

nationally mandated service specification for carer support, which offers support, education, 

skills, and guidance, at the start of a caregiver’s journey in caregiving, can assist with 

overcoming the concerns highlighted above and is therefore of great importance.  

6.Summary and aims of the Thesis 

6.1 Summary 

Given the increase in life expectancy and a global ageing population, it has been 

predicted that the prevalence of a dementia diagnosis in the UK alone could exceed two 

million individuals by 2051 (Prince et al., 2014). Informal caregivers are known to provide a 

large proportion of care to individuals with dementia and often these caregivers are family 

members or close friends (Prince et al., 2016). Due to the nature and progression of 
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dementia, the caregiving role can be demanding, having an impact on caregiver’s physical 

and mental health, their independence, finances, as well as other aspects of general 

wellbeing (Brodaty & Donkin, 2009; Chiao et al., 2015; Langa et al., 2001). The importance 

of being provided information about the prognosis and impact of the illness, the availability of 

practical and emotional support, as well as communication skills and coping strategies 

following diagnosis, has been noted across various research (Gormley, 2000; Killen et al., 

2016). Despite this, caregivers of individuals with dementia are often poorly supported at the 

point of diagnosis and are provided with little information to assist them, leaving them feeling 

unprepared and less confident in being able to carry out their caregiving role (Allen et al., 

2020; Killen et al., 2016; Mason et al., 2020; Werner et al., 2017). As such, it is vital that 

standardised support for caregivers of individuals with dementia is developed and widely 

implemented.   

6.2 Aims of the Thesis  

The overall aim of this thesis was to evaluate the acceptability and impact of a new 

psychoeducation intervention for caregivers of individuals with dementia in the UK called 

“Dementia Awareness for Caregivers” course (DAC). An international team from the UK, 

Brazil, India, and Tanzania (as part of an internationally funded project) developed a half day 

dementia awareness course (Stoner et al., 2022). This was built around the biopsychosocial 

model of dementia and incorporated principles of good communication. This thesis adapted 

and evaluated the course for a UK sample as a public health intervention for informal 

caregivers. 

The following key research questions were investigated: 

1. Do participants feel the DAC course is acceptable? This was evaluated by looking at 

whether participants completed the whole course as well as through qualitative data 

around participants’ experience of the DAC course collected via interviews. 
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2. Were any changes observed following the DAC course? This was evaluated using 

qualitative interviews to establish if there was any change that was not picked up by 

quantitative outcome measures. 

 

3. Did participants feel the outcome measures used in the study were acceptable? This 

was evaluated using qualitative interviews to establish whether participants felt the 

outcome measures were acceptable in terms of their relevance and ease of 

completion. 

The evaluation of the acceptability and impact of the DAC course across the UK could 

have important and clinical implications. These include further development of a 

standardised psychoeducation and support intervention for caregivers of individuals with 

dementia. It can assist in laying the groundwork for a future randomised control trial, with the 

hope that the DAC course can be more widely delivered across the NHS to assist with 

providing caregivers psychoeducation and support and minimising the possible concerns 

experienced by caregivers. 

 

 

 

 

 

 

 

 

 

 

 

 



36 
 

References 

Abdollahpour, I., Nedjat, S., & Salimi, Y. (2018). Positive aspects of caregiving and caregiver 

burden: a study of caregivers of patients with dementia. Journal of geriatric 

psychiatry and neurology, 31(1), 34-38. 

Ablitt, A., Jones, G. V., & Muers, J. (2009). Living with dementia: A systematic review of the 

influence of relationship factors. Aging & mental health, 13(4), 497-511. 

Aldridge, Z., Burns, A., & Harrison Dening, K. (2020). Abc model: a tiered, integrated  

pathway approach to peri-and post-diagnostic support for families living with 

dementia (innovative practice). Dementia, 19(8), 2901-2910. 

Aldridge, H., & Hughes, C. (2016). Informal carers and poverty in the UK. London, UK: New 

Policy Institute. 

Allen, A. P., Buckley, M. M., Cryan, J. F., Ní Chorcoráin, A., Dinan, T. G., Kearney, P. M., ...  

& Molloy, D. W. (2020). Informal caregiving for dementia patients: the contribution of  

patient characteristics and behaviours to caregiver burden. Age and ageing, 49(1), 

52-56. 

Alzheimer’s Research UK. (2015). Women and dementia: a marginalised majority. 

Amador, S., Rapaport, P., Lang, I., Sommerlad, A., Mukadam, N., Stringer, A., ... & 

Livingston, G. (2021). Implementation of START (STrAtegies for RelaTives) for 

dementia carers in the third sector: Widening access to evidence-based 

interventions. Plos one, 16(6). 

American Psychiatric Association, D., & American Psychiatric Association. 

(2013). Diagnostic and statistical manual of mental disorders: DSM-5, 5(5), 

Washington, DC: American psychiatric association. 

Aminzadeh, F., Byszewski, A., Molnar, F. J., & Eisner, M. (2007). Emotional impact of 

dementia diagnosis: exploring persons with dementia and caregivers’ 

perspectives. Aging and Mental Health, 11(3), 281-290. 

Aranda, M. P., & Knight, B. G. (1997). The influence of ethnicity and culture on the caregiver 

stress and coping process: A sociocultural review and analysis. The 



37 
 

Gerontologist, 37(3), 342-354. 

Barros, D., Borges-Machado, F., Ribeiro, Ó., & Carvalho, J. (2020). Dementia and COVID- 

19: The ones not to be forgotten. American Journal of Alzheimer's Disease & Other  

Dementias, 35. 

Bahro, M., Silber, E., & Sunderland, T. (1995). How do patients with Alzheimer's disease  

cope with their illness? A clinical experience report. Journal of the American  

Geriatrics Society, 43(1), 41-46. 

Ballard, C. G., Saad, K., Coope, B., Graham, C., Gahir, M., Wilcock, G. K., & Oyebode, F. 

(1995). The aetiology of depression in the carers of dementia sufferers. Journal of 

affective disorders, 35(1-2), 59-63. 

Beach, S. R., Schulz, R., Yee, J. L., & Jackson, S. (2000). Negative and positive health 

effects of caring for a disabled spouse: longitudinal findings from the caregiver health 

effects study. Psychology and aging, 15(2), 259.Belle, S. H., Burgio, L., Burns, R., Coon, D., 

Czaja, S. J., Gallagher-Thompson, D., ... &  

Resources for Enhancing Alzheimer's Caregiver Health (REACH) II Investigators.  

(2006). Enhancing the quality of life of dementia caregivers from different ethnic or  

racial groups: a randomized, controlled trial. Annals of internal medicine, 145(10),  

727-738. 

Benbow, S. M., Ong, Y. L., Black, S., & Garner, J. (2009). Narratives in a users' and carers' 

group: meanings and impact. International Psychogeriatrics, 21(1), 33-39. 

Bender, M. P., & Cheston, R. (1997). Inhabitants of a lost kingdom: A model of the  

subjective experiences of dementia. Ageing & Society, 17(5), 513-532. 

Biggs, S., Carr, A., & Haapala, I. (2019). Dementia as a source of social disadvantage and 

exclusion. Australasian Journal on Ageing, 38, 26-33. 

Brandão, D., Ribeiro, O., & Martín, I. (2016). Underuse and unawareness of residential  

respite care services in dementia caregiving: Constraining the need for relief. Health  

& social work, 41(4), 254-262. 

Brodaty, H., & Donkin, M. (2009). Family caregivers of people with dementia. Dialogues in  



38 
 

Clinical Neuroscience, 11(2), 217–228. 

Brodaty, H., Green, A., & Koschera, A. (2003). Meta‐analysis of psychosocial interventions  

for caregivers of people with dementia. Journal of the American Geriatrics  

Society, 51(5), 657-664. 

Brodaty, H., Thomson, C., Thompson, C., & Fine, M. (2005). Why caregivers of people with  

dementia and memory loss don't use services. International journal of geriatric  

psychiatry, 20(6), 537-546. 

Bunn, F., Burn, A. M., Goodman, C., Rait, G., Norton, S., Robinson, L., ... & Brayne, C.  

(2014). Comorbidity and dementia: a scoping review of the literature. BMC  

medicine, 12(1), 1-15. 

Burgio, L., Stevens, A., Guy, D., Roth, D. L., & Haley, W. E. (2003). Impact of two  

psychosocial interventions on white and African American family caregivers of  

individuals with dementia. The Gerontologist, 43(4), 568-579. 

Callaby, P., Coleman, P. G., & Mills, M. A. (2012). Caregiving in dementia: From resentment 

to forgiveness. Journal of Religion, Spirituality & Aging, 24(1-2), 93-104. 

Campbell, P., Wright, J., Oyebode, J., Job, D., Crome, P., Bentham, P., ... & Lendon, C.  

(2008). Determinants of burden in those who care for someone with  

dementia. International Journal of Geriatric Psychiatry: A journal of the psychiatry of  

late life and allied sciences, 23(10), 1078-1085. 

Capus, J. (2005). The Kingston Dementia Café: The benefits of establishing an Alzheimer 

café for carers and people with dementia. Dementia, 4(4), 588-591. 

Carers Trust (2019). About carers. Retrieved from https://carers.org/about-caring/about- 

caring  

Cascioli, T., Al‐Madfai, H., Oborne, P., & Phelps, S. (2008). An evaluation of the needs and 

service usage of family carers of people with dementia. Quality in Ageing and Older 

Adults, 9(2), 18-27. 

Chadborn, N., Craig, C., Sands, G., Schneider, J., & Gladman, J. (2019). Improving 

Community support for older people’s needs through commissioning third sector  



39 
 

services: a qualitative study. Journal of Health Services Research & Policy, 24(2), 

116-123. 

Chiao, C. Y., Wu, H. S., & Hsiao, C. Y. (2015). Caregiver burden for informal caregivers of  

patients with dementia: A systematic review. International nursing review, 62(3), 340-

350. 

Cohen, G., Russo, M. J., Campos, J. A., & Allegri, R. F. (2020). Living with dementia:  

increased level of caregiver stress in times of COVID-19. International  

psychogeriatrics, 32(11), 1377-1381. 

Coope, B., Ballard, C., Saad, K., Patel, A., Bentham, P., Bannister, C., ... & Wilcock, G. 

(1995). The prevalence of depression in the carers of dementia 

sufferers. International Journal of Geriatric Psychiatry, 10(3), 237-242. 

Cooper, C., Balamurali, T. B. S., & Livingston, G. (2007). A systematic review of the  

prevalence and covariates of anxiety in caregivers of people with 

dementia. International psychogeriatrics, 19(2), 175-195. 

Cooper, C., Katona, C., Orrell, M., & Livingston, G. (2008). Coping strategies, anxiety and 

depression in caregivers of people with Alzheimer's disease. International Journal of 

Geriatric Psychiatry: A journal of the psychiatry of late life and allied sciences, 23(9), 

929-936. 

Cummings, J., Aisen, P. S., DuBois, B., Frölich, L., Jack, C. R., Jones, R. W., ... &  

Scheltens, P. (2016). Drug development in Alzheimer’s disease: the path to  

2025. Alzheimer's research & therapy, 8, 1-12. 

Doris, S. F., Cheng, S. T., & Wang, J. (2018). Unravelling positive aspects of caregiving in  

dementia: An integrative review of research literature. International Journal of  

Nursing Studies, 79, 1-26. 

Ducharme, F., Dubé, V., Lévesque, L., Saulnier, D., & Giroux, F. (2011). An online stress 

management training program as a supportive nursing intervention for family 

caregivers of an elderly person. Canadian Journal of Nursing Informatics, 6(2), 1-19. 

Eisdorfer, C. (1991). Caregiving: an emerging risk factor for emotional and physical  



40 
 

pathology. Bulletin of the Menninger Clinic, 55(2), 238. 

Engel, G. L. (1977). The need for a new medical model: a challenge for biomedicine.  

Science, 196(4286), 129-136. 

Etkind, S. N., Bone, A. E., Gomes, B., Lovell, N., Evans, C. J., Higginson, I. J., & Murtagh, F.  

E. M. (2017). How many people will need palliative care in 2040? Past trends, future  

projections and implications for services. BMC medicine, 15(1), 1-10. 

Evans, S., Evans, S., Brooker, D., Henderson, C., Szcześniak, D., Atkinson, T., ... & Dröes,  

R. M. (2020). The impact of the implementation of the Dutch combined Meeting  

Centres Support Programme for family caregivers of people with dementia in Italy,  

Poland and UK. Aging & mental health, 24(2), 280-290. 

Francis, N., & Hanna, P. (2022). Informal carer experiences of UK dementia services - A  

systematic review. Journal of Psychiatric and Mental Health Nursing, 29(1), 116-129. 

Frost, R., Walters, K., Wilcock, J., Robinson, L., Harrison Dening, K., Knapp, M., ... & Rait,  

G. (2021). Mapping post-diagnostic dementia care in England: an e-survey. Journal  

of Integrated Care, 29(1), 22-36. 

Gallagher, D., Thompson, L., Silven, D., & Priddy, M. (1985). Problem solving for caregivers:  

class leaders’ manual. Palo Alto, CA: VA Palo Alto Health Care System and Stanford  

University. 

Gallagher-Thompson, D., Tzuang, Y. M., Au, A., Brodaty, H., Charlesworth, G., Gupta, R., ...  

& Shyu, Y. I. (2012). International perspectives on nonpharmacological best practices  

for dementia family caregivers: a review. Clinical Gerontologist, 35(4), 316-355. 

Gao, W., Zhang, T., Wang, H., Wang, S., Liu, Y., & Pang, X. (2022). Supporting caregivers  

of people with dementia: A systematic review of guidelines. Health & Social Care in  

the Community, 30(2). 

Giebel, C., Cannon, J., Hanna, K., Butchard, S., Eley, R., Gaughan, A., ... & Gabbay, M.  

(2021). Impact of COVID-19 related social support service closures on people with  

dementia and unpaid carers: a qualitative study. Aging & mental health, 25(7), 1281- 

1288. 



41 
 

Giebel, C., Hanna, K., Tetlow, H., Ward, K., Shenton, J., Cannon, J., ... & Gabbay, M. 

(2021). “A piece of paper is not the same as having someone to talk to”: accessing 

post-diagnostic dementia care before and since COVID-19 and associated 

inequalities. International Journal for Equity in Health, 20, 1-11. 

Giebel, C., Lord, K., Cooper, C., Shenton, J., Cannon, J., Pulford, D., ... & Gabbay, M. 

(2021). A UK survey of COVID‐19 related social support closures and their effects on 

older people, people with dementia, and carers. International journal of geriatric 

psychiatry, 36(3), 393-402. 

Gilsenan, J., Gorman., & Shevlin, M. (2003). Explaining caregiver burden in a large sample 

of UK dementia caregivers: The role of contextual factors, behavioural problems, 

psychological resilience, and anticipatory grief. Aging & Mental Health, 27(7), 1274 

1281. 

Glueckauf, R. L., & Loomis, J. S. (2003). Alzheimer's Caregiver Support Online: lessons 

learned, initial findings and future directions. NeuroRehabilitation, 18(2), 135-146. 

Gormley, N. (2000). The role of dementia training programmes in reducing care-giver 

burden. Psychiatric bulletin, 24(2), 41-42. 

Górska, S., Forsyth, K., Irvine, L., Maciver, D., Prior, S., Whitehead, J., ... & Reid, J. (2013).  

Service related needs of older people with dementia: perspectives of service users  

and their unpaid carers. International Psychogeriatrics, 25(7), 1107-1114. 

Gwyther, L. P. (1997). The Perspective of the Person with LLLlll Disease: Which Outcomes  

Matter in Early to Middle Stages of Dementia?. Alzheimer disease and associated 

disorders, 11(6), 18-24. 

Haley, W. E., Levine, E. G., Brown, S. L., & Bartolucci, A. A. (1987). Stress, appraisal, 

coping, and social support as predictors of adaptational outcome among dementia 

caregivers. Psychology and aging, 2(4), 323. 

Hall, G. R. (1987). Progressively lowered stress threshold; a conceptual model for care of  

adults with Alzheimer's disease. Archives of psychiatric nursing, 1, 399-406. 

Hall, L., & Skelton, D. A. (2012). Occupational therapy for caregivers of people with 



42 
 

dementia: a review of the United Kingdom literature. British Journal of Occupational 

Therapy, 75(6), 281-288. 

Harman, G., & Clare, L. (2006). Illness representations and lived experience in early-stage 

dementia. Qualitative health research, 16(4), 484-502. 

Henderson, A. S., & Jorm, A. F. (2000). Definition, and epidemiology of dementia: A review. 

Dementia, 1-68. 

Hirst, M. (2003). Caring-related inequalities in psychological distress in Britain during the 

1990s. Journal of Public Health, 25(4), 336-343. 

Hirst, M. (2005). Carer distress: a prospective, population-based study. Social science & 

medicine, 61(3), 697-708.Ho, J. S., Bordon, J., Wang, V., Ceglowski, J., Kim, D. H., 

Chattillion, E. A., ... & Mausbach,  

B. T. (2014). Reduced activity restriction buffers the relations between chronic stress  

and sympathetic nervous system activation. Journals of Gerontology Series B:  

Psychological Sciences and Social Sciences, 69(3), 408-416. 

Hodge, S., & Hailey, E. (2015). Second English national memory clinics audit  

report. London: Royal College of Psychiatrists. 

Horne, J., Kentzer, N., Smith, L., Trott, M., & Vseteckova, J. (2021). A systematic review on 

the prevalence of physical activity, and barriers and facilitators to physical activity, in 

informal carers in the United Kingdom. Journal of Physical Activity and Health, 18(2), 

212-218. 

Jensen, M., Agbata, I. N., Canavan, M., & McCarthy, G. (2015). Effectiveness of educational 

interventions for informal caregivers of individuals with dementia residing in the 

community: Systematic review and meta‐analysis of randomised controlled 

trials. International journal of geriatric psychiatry, 30(2), 130-143. 

Katsuno, T. (2005). Dementia from the inside: how people with early-stage dementia  

evaluate their quality of life. Ageing & Society, 25(2), 197-214. 

Kahn, P. V., Wishart, H. A., Randolph, J. S., & Santulli, R. B. (2016). Caregiver stigma and  

burden in memory disorders: An evaluation of the effects of caregiver type and  



43 
 

gender. Current gerontology and geriatrics research, 2016. 

Killen, A., Flynn, D., De Brún, A., O’Brien, N., O’Brien, J., Thomas, A. J., ... & Taylor, J. P.  

(2016). Support and information needs following a diagnosis of dementia with Lewy  

bodies. International Psychogeriatrics, 28(3), 495-501. 

Kitwood, T. (1993). Towards a theory of dementia care: the interpersonal process. Ageing & 

Society, 13(1), 51-67. 

Kitwood, T. (1997). The concept of personhood and its relevance for a new culture of  

dementia care. In Care-giving in dementia, 3-13. 

Knapp, M., Prince, M., Albanese, E., Banerjee, S., Dhanasiri, S., Fernandez, J. L., ... &  

Stewart, R. (2007). Dementia UK. London: Alzheimer’s Society, 7. 

Knight, B. G., & Sayegh, P. (2010). Cultural values and caregiving: The updated 

sociocultural stress and coping model. Journals of Gerontology Series B: 

Psychological Sciences and Social Sciences, 65(1), 5-13. 

Kramer, B. J. (1997). Gain in the caregiving experience: Where are we? What next?. The 

Gerontologist, 37(2), 218-232. 

Kurz, A., Wagenpfeil, S., Hallauer, J., Schneider‐Schelte, H., Jansen, S., & AENEAS Study  

Group. (2010). Evaluation of a brief educational program for dementia carers: The  

AENEAS Study. International Journal of Geriatric Psychiatry, 25(8), 861-869. 

Langa, K. M., Chernew, M. E., Kabeto, M. U., Regula Herzog, A., Beth Ofstedal, M., Willis,  

R. J., ... & Fendrick, A. M. (2001). National estimates of the quantity and cost of  

informal caregiving for the elderly with dementia. Journal of general internal  

medicine, 16(11), 770-778. 

Laparidou, D., Middlemass, J., Karran, T., & Siriwardena, A. N. (2019). Caregivers’ 

interactions with health care services–Mediator of stress or added strain? 

Experiences and perceptions of informal caregivers of people with dementia–A 

qualitative study. Dementia, 18(7-8), 2526-2542. 

Lawlor, B. (2002). Managing behavioural and psychological symptoms in dementia. The  

British Journal of Psychiatry, 181(6), 463-465. 



44 
 

Lawton, M. P., Moss, M., Kleban, M. H., Glicksman, A., & Rovine, M. (1991). A two-factor 

model of caregiving appraisal and psychological well-being. Journal of 

gerontology, 46(4), 181-189. 

Lazarus, R. S., & Folkman, S. (1984). Stress, appraisal, and coping. Springer publishing 

company. 

Lewis, F., Karlsberg Schaffer, S., Sussex, J., O’Neill, P., & Cockcroft, L. (2014). The  

trajectory of dementia in the UK-making a difference. Office of Health Economics  

Consulting Reports, 2013, 1-55. 

Livingston, G., Barber, J., Rapaport, P., Knapp, M., Griffin, M., King, D., ... & Cooper, C.  

(2013). Clinical effectiveness of a manual based coping strategy programme  

(START, STrAtegies for RelaTives) in promoting the mental health of carers of family 

members with dementia: pragmatic randomised controlled trial. Bmj, 347. 

Livingston, G., Barber, J., Rapaport, P., Knapp, M., Griffin, M., King, D., ... & Cooper, C.  

(2014). Long term clinical and cost-effectiveness of psychological intervention for 

family carers of people with dementia: a single-blind, randomised, controlled 

trial. The Lancet Psychiatry, 1(7), 539-548. 

Livingston, G., Sommerlad, A., Orgeta, V., Costafreda, S. G., Huntley, J., Ames, D., ... &  

Mukadam, N. (2017). Dementia prevention, intervention, and care. The  

lancet, 390(10113), 2673-2734. 

Livingston, G., Huntley, J., Sommerlad, A., Ames, D., Ballard, C., Banerjee, S., ... &  

Mukadam, N. (2020). Dementia prevention, intervention, and care: 2020 report of the  

Lancet Commission. The Lancet, 396(10248), 413-446. 

Liu, R., Chi, I., & Wu, S. (2022). Caregiving burden among caregivers of people with  

dementia through the lens of intersectionality. The Gerontologist, 62(5), 650-661. 

Losada-Baltar, A., Vara-García, C., Pedroso-Chaparro, M. D. S., Cabrera, I., Jiménez- 

Gonzalo, L., Fernandes-Pires, J., ... & Márquez-González, M. (2022). Family  

caregivers of people with dementia in the context of the sociocultural stress and  

coping model: An examination of gender differences. Journal of Women & Aging, 1- 



45 
 

15. 

Luengo-Fernandez, R., Leal, J., & Gray, A. (2010). Dementia 2010: The economic burden of 

dementia and associated research funding in the United Kingdom. Cambridge:  

Alzheimer’s Research Trust. 

Lyman, K. A. (1989). Bringing the social back in: A critique of the biomedicalization of  

dementia. The Gerontologist, 29(5), 597-605. 

Mahoney, D. F., Tarlow, B. J., & Jones, R. N. (2003). Effects of an automated telephone  

support system on caregiver burden and anxiety: findings from the REACH for TLC  

intervention study. The Gerontologist, 43(4), 556-567. 

Martín‐Carrasco, M., Martín, M. F., Valero, C. P., Millán, P. R., García, C. I., Montalbán, S. 

R., ... & Vilanova, M. B. (2009). Effectiveness of a psychoeducational intervention 

program in the reduction of caregiver burden in Alzheimer's disease patients' 

caregivers. International Journal of Geriatric Psychiatry: A journal of the psychiatry of 

late life and allied sciences, 24(5), 489-499. 

Marziali, E., & Garcia, L. J. (2011). Dementia caregivers’ responses to 2 internet-based 

intervention programs. American Journal of Alzheimer's Disease & Other 

Dementias, 26(1), 36-43. 

Mason, T. M., Tofthagen, C. S., & Buck, H. G. (2020). Complicated grief: risk factors,  

protective factors, and interventions. Journal of social work in end-of-life & palliative  

care, 16(2), 151-174. 

Mauricio, R., Benn, C., Davis, J., Dawson, G., Dawson, L. A., Evans, A., ... & Therapeutics  

for Dementia Consortium. (2019). Tackling gaps in developing life-changing  

treatments for dementia. Alzheimer's & Dementia: Translational Research & Clinical  

Interventions, 5, 241-253. 

McCleary, L., & Blain, J. (2013). Cultural values and family caregiving for persons with  

dementia. Indian Journal of Gerontology, 27(1), 178-201. 

Messina, A., Lattanzi, M., Albanese, E., & Fiordelli, M. (2022). Caregivers of people with  



46 
 

dementia and mental health during COVID-19: findings from a cross-sectional 

study. BMC geriatrics, 22(1), 56. 

Mesterton, J., Wimo, A., Langworth, S., Winblad, B., & Jonsson, L. (2010). Cross sectional 

observational study on the societal costs of Alzheimer's disease. Current Alzheimer 

Research, 7(4), 358-367. 

Mitchell, S. L., Teno, J. M., Kiely, D. K., Shaffer, M. L., Jones, R. N., Prigerson, H. G., ... &  

Hamel, M. B. (2009). The clinical course of advanced dementia. New England 

Journal of Medicine, 361(16), 1529-1538. 

Mittelman, M. S., Haley, W. E., Clay, O. J., & Roth, D. L. (2006). Improving caregiver well- 

being delays nursing home placement of patients with Alzheimer  

disease. Neurology, 67(9), 1592-1599. 

Navaie-Waliser, M., Feldman, P. H., Gould, D. A., Levine, C., Kuerbis, A. N., & Donelan, K.  

(2002). When the caregiver needs care: The plight of vulnerable 

caregivers. American journal of public health, 92(3), 409-413. 

Newbronner, L., Chamberlain, R., Borthwick, R., Baxter, M., & Glendinning, C. (2013). A 

road less rocky: Supporting carers of people with dementia. 

Nguyen, H., Terry, D., Phan, H., Vickers, J., & McInerney, F. (2019). Communication training  

and its effects on carer and care‐receiver outcomes in dementia settings: A 

systematic review. Journal of Clinical Nursing, 28(7-8), 1050-1069. 

NHS Digital. (2017). Personal Social Services Survey of Adult Carers in England, 2016-17 

Nichols, L. O., Martindale‐Adams, J., Zhu, C. W., Kaplan, E. K., Zuber, J. K., & Waters, T. M. 

(2017). Impact of the REACH II and REACH VA dementia caregiver interventions on 

healthcare costs. Journal of the American Geriatrics Society, 65(5), 931-936. 

Or, R., & Kartal, A. (2019). Influence of caregiver burden on well‐being of family member  

caregivers of older adults. Psychogeriatrics, 19(5), 482-490. 

O'Shaughnessy, M., Lee, K., & Lintern, T. (2010). Changes in the couple relationship in 

dementia care: Spouse carers’ experiences. Dementia, 9(2), 237-258. 

Parkinson, M., Carr, S. M., Rushmer, R., & Abley, C. (2017). Investigating what works to 



47 
 

support family carers of people with dementia: a rapid realist review. Journal of 

Public Health, 39(4), 290-301. 

Pearlin, L. I., Mullan, J. T., Semple, S. J., & Skaff, M. M. (1990). Caregiving and the stress 

process: An overview of concepts and their measures. The gerontologist, 30(5), 583 

-594. 

Pham, T. M., Petersen, I., Walters, K., Raine, R., Manthorpe, J., Mukadam, N., & Cooper, C. 

(2018). Trends in dementia diagnosis rates in UK ethnic groups: analysis of UK 

primary care data. Clinical epidemiology, 10, 949-960. 

Pickett, J., Bird, C., Ballard, C., Banerjee, S., Brayne, C., Cowan, K., ... & Walton, C. (2018).  

A roadmap to advance dementia research in prevention, diagnosis, intervention, and 

care by 2025. International journal of geriatric psychiatry, 33(7), 900-906. 

Pinquart, M., & Sörensen, S. (2003). Differences between caregivers and noncaregivers in 

psychological health and physical health: a meta-analysis. Psychology and  

aging, 18(2), 250. 

Pinquart, M., & Sörensen, S. (2006). Helping caregivers of persons with dementia: which 

interventions work and how large are their effects?. International 

psychogeriatrics, 18(4), 577-595. 

Pratt, R., & Wilkinson, H. (2001). T̓ell Me the Truth ̕: The Effect of Being Told the Diagnosis  

of Dementia from the Perspective of the Person with Dementia. Mental Health 

Foundation. 

Prince, M., Acosta, D., Ferri, C. P., Guerra, M., Huang, Y., Jacob, K. S., ... & Williams, J. D.  

(2011). The association between common physical impairments and dementia in low  

and middle income countries, and, among people with dementia, their association  

with cognitive function and disability. A 10/66 Dementia Research Group population‐ 

based study. International journal of geriatric psychiatry, 26(5), 511-519. 

Prince, M., Comas-Herrera, A., Knapp, M., Guerchet, M., & Karagiannidou, M. (2016). World 

Alzheimer report 2016: improving healthcare for people living with dementia: 

coverage, quality and costs now and in the future. 



48 
 

Prince, M., Knapp, M., Guerchet, M., McCrone, P., Prina, M., Comas-Herrera, M., ... &  

Salimkumar, D. (2014). Dementia UK: update. 

Quinn, C., Clare, L., Pearce, A., & Van Dijkhuizen, M. (2008). The experience of providing 

care in the early stages of dementia: An interpretative phenomenological 

analysis. Aging and Mental Health, 12(6), 769-778. 

Riffin, C., Van Ness, P. H., Wolff, J. L., & Fried, T. (2017). Family and other unpaid  

caregivers and older adults with and without dementia and disability. Journal of the 

American Geriatrics Society, 65(8), 1821-1828. 

Royal College of Psychiatrists. (2022). National Audit of Dementia - Memory Assessment  

Service Spotlight Audit 2021. London: Healthcare Quality Improvement Partnership.  

Available from: www.nationalauditofdementia.org.uk 

Sabat, S. R., & Harré, R. (1992). The construction and deconstruction of self in Alzheimer's 

disease. Ageing & Society, 12(4), 443-461. 

Sanford, S., Rapoport, M. J., Tuokko, H., Crizzle, A., Hatzifilalithis, S., Laberge, S., ... &  

Canadian Consortium on Neurodegeneration in Aging Driving and Dementia Team. 

(2019). Independence, loss, and social identity: Perspectives on driving cessation 

and dementia. Dementia, 18(7-8), 2906-2924. 

Savva, G. M., Wharton, S. B., Ince, P. G., Forster, G., Matthews, F. E., & Brayne, C. (2009).  

Age, neuropathology, and dementia. New England Journal of Medicine, 360(22), 

2302-2309. 

Schulz, R., O'Brien, A. T., Bookwala, J., & Fleissner, K. (1995). Psychiatric and physical  

morbidity effects of dementia caregiving: prevalence, correlates, and causes. The  

gerontologist, 35(6), 771-791. 

Schüz, B., Czerniawski, A., Davie, N., Miller, L., Quinn, M. G., King, C., ... & Scott, J. L.  

(2015). Leisure time activities and mental health in informal dementia 

caregivers. Applied Psychology: Health and Well‐Being, 7(2), 230-248. 

Serafini, J. D., Damianakis, T., & Marziali, E. (2007). Clinical practice standards and ethical 

issues applied to a virtual group intervention for spousal caregivers of people with 



49 
 

Alzheimer's. Social work in health care, 44(3), 225-243. 

Shaw, W. S., Patterson, T. L., Semple, S. J., Ho, S., Irwin, M. R., Hauger, R. L., & Grant, I.  

(1997). Longitudinal analysis of multiple indicators of health decline among spousal 

caregivers. Annals of Behavioral Medicine, 19(2), 101-109. 

Smith, K. J., George, C., & Ferreira, N. (2018). Factors emerging from the “Zarit Burden  

Interview” and predictive variables in a UK sample of caregivers for people with  

dementia. International Psychogeriatrics, 30(11), 1671-1678. 

Spector, A., & Orrell, M. (2010). Using a biopsychosocial model of dementia as a tool to  

guide clinical practice. International Psychogeriatrics, 22(6), 957-965. 

Stoner, C. R., Lakshminarayanan, M., Mograbi, D. C., Vaitheswaran, S., Bertrand, E., 

Schimidt Brum, P., ... & Spector, A. (2022). Development and acceptability of a brief,  

evidence-based Dementia Awareness for Caregivers course in low-and middle- 

income countries. Dementia, 21(2), 598-617. 

Sutcliffe, C. L., Roe, B., Jasper, R., Jolley, D., & Challis, D. J. (2015). People with dementia  

and carers’ experiences of dementia care and services: outcomes of a focus group 

study. Dementia, 14(6), 769-787. 

Tao, H., & McRoy, S. (2015). Caring for and keeping the elderly in their homes. Chinese  

Nursing Research, 2(2-3), 31-34. 

Teahan, A., Lafferty, A., McAuliffe, E., Phelan, A., O’Sullivan, L., O’Shea, D., ... & Fealy, G.  

(2020). Psychosocial interventions for family carers of people with dementia: A  

systematic review and meta-analysis. Journal of Aging and Health, 32(9), 1198-1213. 

Torp, S., Hanson, E., Hauge, S., Ulstein, I., & Magnusson, L. (2008). A pilot study of how 

information and communication technology may contribute to health promotion 

among elderly spousal carers in Norway. Health & social care in the 

community, 16(1), 75-85. 

Urbańska, K., Szcześniak, D., & Rymaszewska, J. (2015). The stigma of dementia. Postępy 

Psychiatrii i Neurologii, 24(4), 225-230. 

Van der Lee, J., Bakker, T. J., Duivenvoorden, H. J., & Dröes, R. M. (2014). Multivariate 



50 
 

models of subjective caregiver burden in dementia: a systematic review. Ageing 

research reviews, 15, 76-93. 

Wang, H., Li, T., Barbarino, P., Gauthier, S., Brodaty, H., Molinuevo, J. L., ... & Yu, X.  

(2020). Dementia care during COVID-19. The Lancet, 395(10231), 1190-1191. 

Wenborn, J., Hynes, S., Moniz-Cook, E., Mountain, G., Poland, F., King, M., ... & Orrell, M.  

(2016). Community occupational therapy for people with dementia and family carers  

(COTiD-UK) versus treatment as usual (Valuing Active Life in Dementia [VALID] 

programme): study protocol for a randomised controlled trial. Trials, 17(1), 1-10. 

Werner, N. E., Stanislawski, B., Marx, K. A., Watkins, D. C., Kobayashi, M., Kales, H., &  

Gitlin, L. N. (2017). Getting what they need when they need it. Applied clinical 

informatics, 26(01), 191-205. 

Wheatley, A., Poole, M., & Robinson, L. (2022). Changes to postdiagnostic dementia 

support in England and Wales during the COVID-19 pandemic: a qualitative 

study. BMJ open, 12(2). 

Wimo, A., Reed, C. C., Dodel, R., Belger, M., Jones, R. W., Happich, M., ... & Haro, J. M.  

(2013). The GERAS study: a prospective observational study of costs and resource  

use in community dwellers with Alzheimer's disease in three European countries– 

study design and baseline findings. Journal of Alzheimer's Disease, 36(2), 385-399. 

Wisniewski, S. R., Belle, S. H., Coon, D. W., Marcus, S. M., Ory, M. G., Burgio, L. D., ... &  

Schulz, R. (2003). The Resources for Enhancing Alzheimer's Caregiver Health  

(REACH): project design and baseline characteristics. Psychology and aging, 18(3), 

375. 

Wittenberg, R., Hu, B., Barraza-Araiza, L., & Rehill, A. (2019). Projections of older people  

with dementia and costs of dementia care in the United Kingdom, 2019– 

2040. London: London School of Economics. 

Wittenberg, R., Knapp, M., Hu, B., Comas‐Herrera, A., King, D., Rehill, A., ... & Kingston, A.  



51 
 

(2019). The costs of dementia in England. International journal of geriatric 

psychiatry, 34(7), 1095-1103. 

World Health Organization. (2021). Global status report on the public health response to  

dementia. Zhu, A., Cao, W., Zhou, Y., Xie, A., Cheng, Y., & Chu, S. F. (2021). Tele- 

Health Intervention for Carers of Dementia Patients—A Systematic Review and  

Meta-Analysis of Randomized Controlled Trials. Frontiers in aging 

neuroscience, 13(612404). 

Yu, Y., Xiao, L., Ullah, S., Meyer, C., Wang, J., Pot, A. M., & He, J. J. (2023). The 

effectiveness of internet-based psychoeducation programs for caregivers of people 

living with dementia: a systematic review and meta-analysis. Aging & Mental Health, 

27(10), 1895-1911. 

Zigmond, A. S., & Snaith, R. P. (1983). The hospital anxiety and depression scale. Acta  

psychiatrica scandinavica, 67(6), 361-370. 

 

 

 

 

 

 

 

 

 

 

 



52 
 

 

 

 

 

 

Part 2: Empirical Paper 

 

 

Exploring the Acceptability and Impact of an Online UK "Dementia Awareness 

for Caregivers” Course 

 

 

 

 

 

 

 

 

 

 

 

 

 



53 
 

 

 

 

 

Abstract 

Aims: Informal caregivers provide a large proportion of care to individuals with dementia. 

This role can be demanding and can impact caregivers’ mental and physical health. Despite 

awareness of this, there is no standardised dementia psychoeducation and support 

available. This study aimed to address this critical gap by exploring the acceptability and 

impact of a new online psychoeducation and support course called ‘Dementia Awareness for 

Caregivers (DAC)’. 

Method: The DAC course was adapted for a UK setting and delivered online to unpaid 

dementia caregivers. This study consisted of a qualitative design, whereby following 

completion of the course, participants engaged in a semi-structured interview. A data-driven 

inductive and deductive approach was used to explore the acceptability and impact of the 

course. 

Results: Fifteen participants completed the DAC course and engaged in feedback 

interviews. Qualitative analysis generated eight subthemes organised into three over-arching 

main themes; ‘acceptability of course’, ‘impact of course’, and ‘reflections on outcome 

measures used’.  

Conclusions: The DAC course was found to be acceptable among dementia caregivers 

across the UK. It was also found to have a positive impact for both caregivers and 

individuals with dementia, including increased hope and insight regarding the future and the 

caregiving role, increased confidence in utilising skills discussed to provide person-centred 

care, as well as several caregivers seeking peer support following participation. Further 

research is recommended to determine the effectiveness of the DAC course, among a larger 

population of dementia caregivers. 
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1.Introduction 

Every year across the world there are nearly 10 million new cases of individuals 

diagnosed with dementia (Jeste, 2021). Across the United Kingdom (UK) alone, it has been 

predicted that by 2051, prevalence of a dementia diagnosis could exceed two million 

individuals (Prince et al., 2014). In England, total costs associated with caring for those with 

dementia in 2015 was reported to be £24.2 billion and with prevalence rates increasing, the 

already great economic cost related to dementia is likely to surge (Wittenberg et al., 2019).  

1.1 Caring for an Individual with Dementia 

Dementia is progressive in nature and can have a substantial impact on an 

individual’s psychological, social, and physical well-being (Bender & Cheston, 1997; Lewis et 

al., 2014; Prince et al., 2016). In many cases, individuals with dementia often require support 

from others and given the high demand on health services, often this support is provided by 

informal caregivers (Prince et al., 2018). An informal caregiver is defined as “anyone who 

cares, unpaid, for a friend or family member who due to illness, disability, a mental health 

problem or an addiction cannot cope without their support” (Carers Trust, 2019, para. 1). 

Informal caregivers often assist with various activities of daily living and their input is 

increased as the care recipient becomes more dependent due to the progression of 

dementia. In 2019, it was reported that over 89 billion hours were spent by informal 

caregivers providing support to individuals with dementia (World Health Organisation, 2021).   

1.1.1 Needs of Informal Caregivers 

 When caregivers are provided with appropriate support, the caregiving role has been 

found to have a positive impact, particularly with regards to providing a purpose in life (Doris 

et al., 2018). However, appropriate support is often not provided, and many informal 

caregivers experience psychological concerns, high levels of burnout and stress, as well as 

a loss of independence (Lindeza et al., 2020; Or & Kartal, 2019). Nearly 50% of caregivers 
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are reported to have considerable levels of caregiver burden (Collins & Kishita, 2020) and 

roughly a third of caregivers report symptoms of anxiety and depression (Kaddour & Kishita, 

2020). Additionally, psychological concerns such as depression, have been found to be 

correlated with increased risk of physical health concerns, further highlighting the impact 

caregiving can have on an individual (Brodaty & Donkin, 2009).  

Informal caregivers often become the “invisible second patient” (Brodaty & Donkin, 

2009) and as such it is important that appropriate support is offered to assist them in being 

able to carry out their caregiving role effectively whilst being able to maintain their well-being. 

Furthermore, research has found providing structured multi-component interventions to 

dementia caregivers not only benefits themselves, but also reduces the risk of the individual 

with dementia being moved into a care home earlier than needed (Kurz et al., 2009; 

Mittelman et al., 2006).  Aware of the increase in dementia prevalence as well as the 

demand on the economy, the individual diagnosed, and those around them, the World 

Health Organisation adopted a worldwide plan. The plan calls on governments to meet 

targets for the development of dementia awareness, diagnosis, care, and treatment, as well 

as more support for care partners and research (World Health Organisation [WHO], 2017). 

However, care for individuals with dementia and their caregivers often falls short of what is 

required and there is great variability in what is offered (Schmachtenberg, 2022). 

1.2 Support for Caregivers 

1.2.1 Third Sector and Research Interventions 

The large number of informal caregivers across the world has been known to reflect 

the lack of resources and general support (Messina et al., 2022). Across the UK, third sector 

organisations such as charities, voluntary groups, and social enterprises, offer support to 

caregivers (Amador et al., 2021). Often the support includes information and advice, memory 

cafes, activity groups, and leisure centres (Amador et al., 2021; Frost et al., 2020). However, 

not all services are easily accessible and often due to high demand and increased 
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pressures, services are left with long waiting lists and caregivers are not always provided 

with support (Chadborn et al., 2019; Or & Kartal, 2019).  

To address this, research has investigated what structured interventions may be 

suited for dementia caregivers. Interventions focused on increasing caregivers’ awareness 

and understanding of dementia can have a positive impact on their mental health whilst 

reducing stigma and burden (Jensen et al., 2015; Kahn et al., 2016; Wenborn et al., 2016). 

Research interventions such as the Resources for Enhancing Alzheimer’s Caregiver Health 

(REACH) project (Wisniewski et al., 2003) and the Strategies for Relatives (START) project 

(Livingston et al., 2013), found that engaging in interventions can lead to a reduction in 

burden (Wisniewski et al., 2003), case level depression, and a higher quality of life 

(Livingston et al., 2013). However, both interventions had limitations. The REACH project 

was six months in length, requiring caregivers to use their already limited time to be able to 

attend. Furthermore, caregivers had to report distress at baseline to be eligible, highlighting 

the intervention to be more of a reactive approach rather than preventative, with the latter 

being more beneficial for caregivers (Jensen et al., 2015). Within the START project, it was 

noted that baseline scores of depression and anxiety were already high, increasing the 

likelihood of a post-test score change (Livingston et al., 2014). 

1.2.2 Gap in Support  

 Despite some services being offered, as previously mentioned, many dementia 

caregivers are not provided with appropriate support. Dementia caregivers display higher 

levels of mental and physical unmet need and lower levels of service use compared to other 

caregivers, highlighting need for standardised support among this population (Stirling et al., 

2010).   

1.2.2.1 Awareness of Support. Whilst the impact of caring for an individual with 

dementia on a caregiver has long been reported in research (Messina et al., 2022; Motenko, 

1989; Prince et al., 2015), many caregivers are unaware of the services on offer (Bieber et 

al., 2019). Findings report a lack of information provided to caregivers throughout the caring 

journey (Carers’ Trust, 2013). Caregivers involved in qualitative research have highlighted 
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that following diagnosis they are often left to seek out support on their own: “we didn’t get 

any help at all. I didn’t get sent anywhere” (Sutliffe et al., 2015, p. 773), “they were like, 

here’s your diagnosis see you later” (Biggs et al., 2018, p. 30). Seeking out support in an 

unfamiliar area can be both a challenging and time-consuming task for caregivers, 

particularly given that caregivers are also having to provide care and attend to their own 

well-being (Messina et al., 2022). When assessing caregivers’ need for support, findings 

noted that whilst more help from services was reported by caregivers, this was not correlated 

with use of services, highlighting the elevated levels of unmet service need (Stirling et al., 

2010). As such, standardised support is needed to provide caregivers with appropriate 

information and support to assist them in being able to carry out their caregiving role 

effectively, whilst maintaining their own well-being.  

1.2.2.2 Access to Support. Of those that are aware of services, many report support 

is not offered in a timely manner (Gorska et al., 2013). Informal caregivers experience 

challenges with accessing services, which in turn can put increasing pressure on the 

caregiving role and in some cases lead to early hospital/residential admission (Kerpershoek 

et al., 2016). Furthermore, often services are offered as a reactive response to a sudden 

change in the individual with dementia and/or the caregiving situation (Stephan et al., 2018). 

Caregivers of people with dementia have reported timely access to services can be 

extremely beneficial noting, “we should have requested help much earlier” (Stephan et al., 

2018, p. 8) and “the right time is when a person receives the diagnosis” (Stephan et al., 

2018, p. 8). Providing preventative rather than reactive support, can not only benefit the 

caregiver in feeling more supported, therefore assisting with their well-being, but can also in 

turn benefit the individual with dementia (Stephan et al., 2018). However, within England 

services can often be fragmented, increasing the challenges in accessing them. This 

disparity in the services available is also noted when comparing rural and urban areas, again 

contributing to challenges with regards to accessing services (Arsenault-Lapierre et al., 

2023). Additionally, due to health and social care services being commissioned 
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independently, at times care may not be collaborative which can lead to caregivers’ needs 

not being appropriately met (Aldridge et al., 2019). 

1.3 Dementia Awareness for Caregivers (DAC) Course 

As highlighted, interventions focussed on supporting dementia caregivers are 

needed. In response to this need, a brief educational course, the DAC course (Stoner et al., 

2022), was developed as part of the ongoing Cognitive Stimulation Therapy (CST) 

International programme (Spector et al., 2019). It incorporates information, advice, and the 

biopsychosocial principles of CST (Spector et al., 2003). The course was created using a 

four-stage iterative process whereby following a review of the literature, specific modules 

were agreed upon and from this, an international version of the course was created. Finally, 

this international version was used as a template for countries to adapt and create local 

versions for delivery (Stoner et al., 2022). Results from an initial acceptability test among 

dementia caregivers in Brazil, India, and Tanzania, indicated the DAC course as being well 

received (Stoner et al., 2022). Caregivers valued the peer-learning nature of the course, the 

use of psychological models as a way of understanding dementia, as well as finding the 

different modules informative. Whilst these initial results are promising, to establish whether 

the course can be utilised on a wider scale, further testing in other countries is required.  

1.4 Summary and Aims of Thesis 

1.4.1 Summary 

 With a global ageing population, prevalence of dementia is likely to increase at a fast 

pace (Prince et al., 2014). In many cases, informal caregivers provide a large portion of care 

to individuals with dementia (Prince et al., 2016). Due to the nature of dementia, the 

caregiving role can have various psychological, physical, and social demands and this can 

have a negative impact on caregivers’ mental and physical health, particularly when 

caregivers are not provided with support (Brodaty & Donkin, 2009). Despite awareness of 

this, there are lower levels of service use among dementia caregivers (Stirling et al., 2010). 

In many cases, informal caregivers report a lack of awareness of services as well as 
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challenges with regards to accessibility of those services that are available (Brodaty et al., 

2005; Gorska et al., 2013). As such there is a need for standardised support for caregivers.  

1.4.2 Aims of Thesis  

 The DAC course was deemed acceptable when tested among dementia caregivers 

in Brazil, India, and Tanzania (Stoner et al., 2022). The aim of this thesis was to explore the 

acceptability and impact of the DAC course among dementia caregivers in the UK with the 

hope that findings can assist in the development of a standardised psychoeducation and 

support intervention that can be delivered across the National Health Service (NHS).  

 The main aims of the thesis are: 

1. To explore whether caregivers of individuals with dementia in the UK feel the DAC 

course is acceptable. 

2. To explore the impact on caregivers and their care recipients following completion of 

the DAC course. 

3. To explore acceptability of the research design; specifically, whether outcome 

measures were perceived as acceptable by caregivers.  

2.Methods 

2.1 Setting and Ethical Approval 

This research was conducted online with participants accessing the intervention via 

the videoconferencing software, ‘Microsoft Teams’ on their personal devices from their own 

homes across the UK. Ethical approval was sought and obtained from the University College 

London ethics committee (appendix A). All participants provided informed consent prior to 

participating in the study and were informed they were able to withdraw at any point up until 

data analysis.   

2.2 Participants 

The inclusion criteria consisted of participants being over 18 years of age, an unpaid 

caregiver, able to communicate and understand English and have access to the internet. 

Participants were recruited via an online dementia research database, ‘Join Dementia 
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Research’ (www.joindementiaresearch.nihr.ac.uk). A study advert (appendix B) was placed 

on their website and participants were sent opt-in emails. Study recruitment took place over 

three months between June to August 2022 and covered four bases across England, Wales, 

Scotland, and Ireland. 

Sixty individuals opted in to take part in the study. They were sent an information 

sheet and consent form (appendix C) to complete. Of 60 interested, nine did not meet the 

inclusion criteria. The remaining 51 were randomised into the control group (25 participants) 

and intervention group (26 participants). Of the 26 participants in the intervention group, six 

individuals did not attend with no prior explanation and six individuals cancelled on the day 

of the course and provided reasons. All 12 were reinvited to join the group on another date. 

A total of 15 individuals attended the DAC course and attended a follow-up interview one 

month after completing the course. The first and second course consisted of five 

participants, the third course consisted of three participants and the last group of two 

participants. See appendix D for a recruitment flow-chart. 

2.3 Design 

 This research used a pre-post intervention parallel group design with a treatment 

group and a control group. The treatment group engaged in the DAC course and the control 

group was defined as treatment as usual (TAU), meaning that participants were not offered 

the DAC course, but could access their usual services outside of the study. The study was 

mixed in design, incorporating both quantitative measures (pre and post measures) and 

qualitative interview data. Quantitative data relating to the acceptability of the research 

design and the DAC course, investigating recruitment, retention, and attrition, is reported in a 

separate doctoral thesis by joint-researcher Isabelle Evans. The current thesis focuses on 

the qualitative aspect of the study exploring the acceptability and impact of the DAC course 

as well as the acceptability of the outcome measures used, in terms of their relevance and 

ease of completion. An overview of each researchers’ contributions for the joint project are 

noted in appendix E.  
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2.4 Development of the Intervention 

 The brief, educational DAC course used in this study was developed using the 

international template, DAC-International (Stoner et al., 2022). The international template 

included a course guide consisting of seven sections including guidance on running the 

course for caregivers. The international template also included a 75-slide PowerPoint 

presentation including welcoming group members and introductions, the three modules of 

the course which incorporated activities, group discussions and lecture-style PowerPoint 

slides, followed by feedback and reflections. In line with the guidelines set out by Stoner et 

al. (2022), the international template was adapted, and a local version was created including 

UK specific dementia myths, facts, examples, activities, medication, as well as support and 

guidance offered across the UK (see Table 1).  

Table 1.  

Overview of Content Included in DAC Course. 

Section Description of content 

Welcome Introductions, purpose of course, confidentiality and peer 
learning. 

Module 1: What is 
dementia? 

Background of dementia and dementia in the UK, 
pathology, prevalence, and models of dementia. 

Module 2: Positive 
engagement 

Psychological concepts and activities for positive 
communication and engagement (personhood, malignant 
social psychology, mental stimulation, promoting strengths, 
maximising potential). 

Module 3: Caring for 
someone with dementia 

Practical information on caring (activities of daily living, 
nutrition, risk management), services (non-drug treatments, 
CST, medication) and the effects of caring (impact, 
caregiver needs, signposting in the UK). 

Reflections on course Questions, feedback on course. 
Ending Thank you for attending, closing of course. 

 

 Following the completion of adaptations to the DAC-International template, six 

individuals were recruited through personal contacts to review the local version of the DAC 

course and provide feedback. They were sent an email including the local version of the 

DAC course PowerPoint along with questions requesting for feedback on the course, as well 

as the adaptations made. Two dementia caregivers, two professionals working in dementia 
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care and two individuals diagnosed with dementia provided feedback on the course. All 

stakeholders were reimbursed with a £10 voucher. 

2.5 Procedure 

Participants who opted-in to the study and signed the consent form were screened by 

the researchers to ensure they met the inclusion criteria. Participants were then randomly 

allocated to either the DAC or TAU group using an online randomisation website 

(www.randomlists.com). The DAC course was delivered online by one trainee clinical 

psychologist as a one-off, four-hour course. Participants were sent an email confirming the 

date and time of the course as well as a Microsoft Teams link to join on the day. The course 

was run on three separate occasions and groups of 6-10 unpaid dementia caregivers across 

the UK were invited to attend. Participants that cancelled and did not attend were re-offered 

a date to attend the course and a fourth course was therefore run for these individuals. Two 

groups were delivered in the morning and two in the afternoon to accommodate for differing 

needs amongst the caregivers attending. Following the first course, researchers found that 

emailing a reminder a week before and again a day before the course, as well as calling 

individuals to confirm attendance, assisted with people attending and hence this was done 

for the remaining course dates. 

Following course completion, participants were sent an email containing the relevant 

hand-outs and signposting materials from the group. They were also provided with a 

Microsoft Teams link to their post-group interview which was held one month later. 

Interviews were conducted by the researcher who did not run the DAC course for that 

particular participant to assist with the participant feeling more able to be open and honest 

with their feedback. Interviews were semi-structured and lasted 30 minutes each. Questions 

and prompts covered participants’ acceptability of the course as well as the impact of the 

course (appendix F). The semi-structured interview questions and prompts were originally 

developed by the DAC International team to obtain feedback on courses they were planning 

to run across India, Brazil, and Tanzania. They were reviewed by the researchers to ensure 

they covered the current study’s research aims.  
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2.6 Analysis 

 All interviews were recorded with participant consent and following anonymisation, 

were uploaded to Scrintal (online transcription service). Whilst Scrintal assisted with 

transcription, it is still necessary for researchers to re-read and check the accuracy of 

transcription, leading to familiarisation of the data. Prior to choosing an appropriate approach 

for analysis, a review of previous feasibility studies and the literature around qualitative 

approaches, specifically thematic analysis, was carried out. This was discussed further with 

the research team and an external qualitative lecturer in the field. Subsequently, a data-

driven inductive approach (Boyatzis, 1998) and a deductive a priori template of codes 

approach (Crabtree & Miller, 1999), was applied to interpret and understand the data. 

Transcripts were printed onto paper and data was systematically coded by hand and then 

organised into meaningful groups. Whilst analysing data, thought was taken through pausing 

and checking the origin of interpretations, being aware of any biases held. Following a 

process of reviewing and refining the coded data, visual tables were used to gain a sense of 

how coded extracts may be sorted into overarching and sub-themes (appendix G). A fellow 

trainee clinical psychologist provided credibility checks on a random sample (20%) of the 

transcripts by reviewing and providing feedback on initial codes. Any differences between 

researchers’ coding were discussed, and final main and sub-themes were developed.  

3.Results 

3.1 Course Adaptations 

 Two dementia caregivers, two professionals working within dementia care and two 

individuals with dementia provided feedback on the local adaptations made to the DAC 

course. No demographic data beyond them self-identifying as being a caregiver, 

professional or individual with dementia was collected, due to this being public and patient 

involvement and engagement rather than formal data collection. All individuals felt the 

adaptations were applicable to the UK, found the course content relevant and insightful, and 
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felt no changes were needed. The final version of the local DAC was reviewed and accepted 

by two members of the DAC-International team. 

3.2 Sample 

 A total of 15 individuals received the DAC course and all these individuals attended 

their post-DAC interview a month later. Participant demographics can be found in Table 2 

below. Most participants were female (80%) with an average age of 61.8 years (SD = 8.7). 

Several participants had no other caring responsibilities (66.6%). Others were caring for their 

parent (53.3%) and/or did not live with the care recipient (53.3%). All participants were White 

British.  

Table 2.  

Participant Demographics. 

Age (years) 
Mean (SD) Range 
61.8 (8.7) 46-81 

Characteristics N % 

Gender  
Female (%) 12 80 
Male (%) 3 20 

Ethnicity  
White British (including 
Irish/Welsh/Scottish/English) 

15 100 

Marital Status  
Married 10 66.67 
Single 3 20 
Living with partner 1  6.67 
Separated 1 6.67 

Relation to care recipient  
Child 8  53.33 
Spouse 5 33.33 
Son-in-law/daughter-in-law 1 6.67 
Other relative 1 6.67 

Living with the care recipient?  
Yes 7  46.67 
No 8  53.33 

Caring for anyone else?  
Yes- Child(ren) 4  26.67 
Yes – Other adult(s) 1 6.67 
No 10 66.67 
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3.3 Description of Thematic Framework 

 The final analysis generated eight sub-themes which related to the research aims. 

These sub-themes were organised into three over-arching main themes; ‘acceptability of 

course’, ‘impact of course’ and ‘reflections on outcome measures used’. Table 3 outlines the 

main thematic structure. Each main theme and sub-theme is presented in more detail below, 

with illustrative quotations.  

Table 3.  

Thematic Framework. 

Main Theme Sub-Theme 

1.Acceptability of Course 1a: Preferences of Course Format 
1b: Preferences of Course Content 

 1c: Views on the Point of Delivery of Course 
2.Impact of Course  2a: Use of Peer Support 
 2b: Looking After Myself 
 2c: Caregivers’ reflections on use of Skills from 

Course 
3.Reflections on Outcome Measures Used 3a: Experience of Outcome Measures 
 3b: Suggested Improvements for Outcome 

Measures 

 

3.4 Main Theme 1: Acceptability of Course 

 This main theme related to participants overall view regarding the acceptability of the 

DAC course. It encompasses participants’ preferences on the way in which the course was 

delivered, the course itself, as well as their view on when the course could be delivered. As 

such, it was subcategorised into three sub-themes; ‘preferences of course format’, 

‘preferences of course content’ and ‘views on the point of delivery of course’. 

3.4.1 Sub-theme 1a: Preferences of Course Format 

With regards to the length of the course, some participants felt it was “quite a long 

session” (P3) and that the course could be “shortened so it’s like an hour shorter” (P6). In 

discussion, participants felt unable to concentrate for that length of time with some stating “it 

is hard to stay on the ball for four hours” (P6). However, most individuals found the length 

appropriate, “I learned a lot. And, the time went so quickly, I couldn't believe it was over” 

(P7). 
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“And the length of time, you know, I think I felt it was probably just about right. It was 

enough time to get a decent amount of information over, but not that you were 

thinking, when will we finish?” (P8) 

No participants had concerns with regards to the DAC course being run online. 

Nearly all reported they preferred the online delivery due to it saving on travel time. 

Participants stated “it's much easier to do it on the screen than face to face. It makes it 

easier for people to attend because they don’t have to worry about travelling” (P14).  

The reduction in travel time was also found to be particularly important for those who 

have limited time due to caring for others. 

“Doing it online and in the convenience of your own home was nice…If I had to 

travel, I probably wouldn’t have come because I just don’t have the time to fit that in” 

(P12) 

Even for those participants who had reservations around attending online appeared 

to have found it manageable stating, “I'm not so keen on talking online, but it was alright 

once I got started. It wasn’t too full on, and I enjoyed it” (P15). One participant did comment 

on the challenges of noticing and interpreting body-language when online, “I didn’t mind it 

being online, I guess when you're there in person, all that kind of social cues and body 

language is much easier to gauge, that's all” (P4). 

 Individuals reported having no concerns with the size of the group reporting “actually 

it was quite nice” (P5) and “it was a good number; I think you could even have more, and it 

would still be okay” (P11). All participants commented on the benefits of running the course 

as a group. Individuals found listening to other caregivers’ stories and experiences as being 

particularly “useful” (P2), “interesting” (P7), “valuable” (P4), and “powerful” (P9). 

Furthermore, participants felt the group format allowed them to “share our ideas and learn 

from each other” (P1). 

 Finding the group format of the DAC course a supportive environment was 

mentioned by all participants, particularly with regards to reducing the feeling of loneliness. 

Individuals reported the group format “reminded me there are others out there” (P7), “it is 
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quite a funny, lonely sort of business…so, yeah it was a lovely opportunity, and I would 

definitely tell any other carers to do it” (P12) and “you feel very isolated, but this helped me 

remember I’m not alone and I can do this” (P8). 

“It’s interesting because you’ve all got a common thing, and the relationships just get 

birthed even during just a short training. I feel that’s the most contagious thing, when 

the course builds into a little community, and you have that support” (P13)   

3.4.2 Sub-theme 1b: Preferences of Course Content 

 Many individuals reported finding the course content “interesting” (P4), “thought-

provoking” (P10), “non-threatening” (P13), and “helpful” (P15). Individuals also commented 

on the course content as “covering all the main bits that you need to know in one place, so I 

didn’t have to go round looking at lots of different bits of information, it was all there in one 

session” (P7).   

“You know, sometimes as carers, you don't have time to read a great big book on 

dementia, and you wouldn't understand it half the time. A lot of people who were 

carers might not have the capacity to be able to do that kind of learning. So having 

this course shown to them is really valuable, I’d definitely recommend it” (P6) 

 Individuals felt the course content provided them with “insight” (P1) and “hope that 

there is a life after a dementia diagnosis” (P14). Others reported the course content assisted 

with their ability to provide care stating, “I’m more empathic, understanding, and patient now” 

(P1), “I feel more confident and knowledgeable than I was before the course. Definitely more 

prepared” (P10) and “I’m glad I was offered this course, because I’ve learned so much” (P1).  

 Various aspects of the course appealed to different individuals for example, one 

individual stated, “some of the like myth busting, I think that was quite helpful because, 

certainly it's been quite difficult with relatives and things, but also just for my own knowledge, 

knowing what’s true and not” (P1). Many individuals mentioned the focus on psychosocial 

aspect of dementia was helpful stating, “talking about psychological models, social 

interaction and promoting strengths, as opposed to just focusing on medical models, like 

other courses do, was very informative and interesting. You see the person as a person and 
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not just the disease.” (P8). Other individuals commented on the information about dementia 

as being helpful, “the information about, dementia itself, the types and how it progresses and 

the prevalence, that was really interesting and helpful and helped just normalise dementia 

for me” (P9). 

 All individuals found the activities and hand-outs helpful. The activities were 

described as “fun and useful” (P4), and individuals stated, “the activities that made us think 

and share after a bit of information was given, that was for me was the best thing” (P11). 

Others reported “all the information that you provided, that was so helpful, you don't get that 

elsewhere” (P15), and “there was a lot of good signposting, that was really helpful for me” 

(P4). 

 One participant commented on missing content stating, “there was nothing about new 

technology…we use technology quite a lot, so it would’ve been nice to hear a bit more about 

that and how we can use it” (P3). 

3.4.3 Sub-theme 1c: Views on the Point of Delivery of Course 

 A vast majority of individuals commented on the lack of support they received when 

their loved one was diagnosed with dementia. Individuals mentioned having to “take 

responsibility for finding stuff out” (P11) and that “most people end up just fumbling their way 

through because there isn’t much out there” (P2).  

“The doctors kind of go to you, right, your parents got Alzheimer's or vascular 

dementia, and here's a leaflet and they go, and you literally have no clue what to do 

because they say go and talk to the Alzheimer's society. Okay, right. Where do I 

start? Where do I get the information?” (P10) 

 These experiences led participants to reflect on at which point in the dementia 

journey they felt would be helpful to receive the DAC course. All individuals felt having the 

course offered at point of diagnosis would be “really helpful” (P7), “would help to give you an 

idea of the things that could happen” (P2), and “would give you the skills you can then start 

using and help signpost you to the places you can get further support, because you don’t get 

that kind of help and information generally” (P1). 
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“And if everyone could access it, that needed to, they would find it very beneficial, 

because again, when someone goes say for a diagnosis, it's a lot to take in, it’s a bit 

of a minefield and you don’t have a clue. Whereas if they got a diagnosis and then 

automatically get offered your course, maybe even record it to go back to as well, 

that would be really helpful. Certainly, from my experience we would have been more 

prepared and felt more supported” (P4) 

Some individuals felt if they had received the course at an earlier point in their 

caregiving journey, they may have been able to utilise more of skills discussed in the course.  

“[X] is quite unwell at the moment…if we were at an earlier stage and I had this 

course, then I would have done things differently after the course, that’s why I think 

it’s helpful to have it early on” (P4) 

“I think you know, if say, I'd taken part in it a few years back, then I think I would’ve 

been able to use more of the skills compared to now, I wish I’d had it back then 

because I really would’ve benefited” (P1) 

3.5 Main Theme 2: Impact of Course  

 All participants commented on the impact engaging with the DAC course had on 

themselves as caregivers as well as their interactions with the individual living with dementia. 

This main theme was subcategorised into three sub-categories, ‘use of peer support’, 

‘looking after myself’ and “caregivers’ reflections on use of skills from course”. 

3.5.1 Sub-theme 2a: Use of Peer Support 

 Several individuals reported seeking peer support following engaging with the 

course. Participants commented on “joining a few groups” (P13), “going to social groups” 

(P5), “reaching out for support from others” (P7) and “using helplines” (P9). Many felt 

attending the course contributed to their ability to seek support, “I went to one the other day 

and it was great, so I'm glad I came to the course because it helped me do that” (P12). 

“The course was a nice reminder of do you know what, I really need to go on the 

helpline. So I looked for some peer support and you know I think others would too. 
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It’s lovely being able to share with other people in similar situations, so yeah that was 

definitely off the back of the course” (P10) 

“You know, during the course different types of support was talked about in the 

group, like the online forums and stuff, and then I went away and thought about it and 

decided to give it a go, and it’s been amazing for me. I would never have thought let 

me give that a go, it was only because I came on this course and heard about it, so I 

really think if others do the same it would be great because you don’t even know half 

these things exist” (P13)  

 A couple of participants noted they had not sought peer support following the course. 

They mentioned having support in the form of family and friends, “because I have the regular 

contact with my siblings, I use that as my sounding board” (P3) and seeking peer support as 

not being something they would generally do, ““not really, I'm just not that sort of person, so 

wouldn’t really do that” (P4).  

3.5.2 Sub-theme 2b: Looking After Myself 

 Many participants commented on the course as being a reminder to look after 

themselves as caregivers. Individuals reported “paying more attention in looking after 

myself” (P3), “putting down a few more boundaries than I did before” (P8) and “just stopping 

and taking care of myself, having time where I try to just focus on me” (P4).  

“I felt like I had just been continuously going through each day every day and after 

coming to this course I was like, yeah you’re right, I really need to slow down and 

look after myself because I’m human too, I need my time” (P10) 

Individuals also commented on speaking about caregiver needs in the DAC course 

and the impact this had on them.  

“Just even speaking about it you know; it just made me think that actually this is 

really hard, and I do need to take time to look after myself. It just highlighted things 

like, having time with my husband and our German Shepherd is really important for 

my mental health. So I’m going to make an effort to look after me too. So yeah, 

speaking about it really got me thinking about what I need to do” (P7)  
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3.5.3 Sub-theme 2c: Caregivers’ reflections on use of Skills from Course 

Individuals commented on the different skills covered in the DAC course they were 

able to put into practice following completion of the course. A vast majority of individuals 

reported giving the individual with dementia more independence following attending the 

course. 

“It’s very easy to take over all of those skills. You can do them twice as fast, but I’ve 

learnt from the course the importance of letting him do more things on his own and 

I’ve already noticed a bit of a difference in him since doing that” (P5) 

 Individuals also reported using other skills such as “not contradicting him if he’s got 

something wrong” (P2), “involving her more in the decision making” (P11), “keeping him 

active and including more hobbies for him to do” (P6), “changing the way I speak to him, you 

know the part of the course we went through ways of saying things, I’ve really taken that on 

board” (P5), as well as encouraging individuals to “think about how I can change some of the 

things I do when I’m looking after him” (P15). 

“I guess after the course, I’m just more aware of what I’m doing and how I’m caring 

for him. Even when other people are around him, I notice myself thinking back to the 

course and being like, oh maybe we should change the way we do that and just 

things like that. It’s really made me think about how I care for him” (P13) 

Others felt the course assisted in their ability to be “more mindful of the future and 

trying to be a bit more understanding rather than being frustrated” (P12). 

“The course really helped me to just remember that there is a reason why she is 

behaving that way or doing something and how it’s going to be really helpful for me to 

keep that in mind going forward as the dementia progresses” (P14)  

3.6 Main Theme 3: Reflections on Outcome Measures Used 

 As previously mentioned, all participants completed pre and post outcome measures. 

Quantitative results of these outcome measures are reported in a separate doctoral thesis. 

During the semi-structured interviews, participants were asked of their experience 

completing the pre and post measures and this main theme is related to their responses. It 
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was sub-categorised into two sub-categories, ‘experience of outcome measures’ and 

‘suggested improvements for outcome measures’.  

3.6.1 Sub-theme 3a: Experience of Outcome Measures 

 All participants described the questions asked in the outcome measures as being 

“relevant” (P1). Many individuals reported completing the outcome measures was “fine” 

(P11) and they had “no problem with doing it” (P13). All participants felt no other domains 

needed be included in the outcome measures, stating, “not really, I think everything was 

covered, there wasn’t anything that made me think oh why didn’t they include that” (P10). 

“I found it pretty simple to complete and found all the questions relevant. It does 

make you think, day to day you go along and then someone asks you a question, or 

like you complete these; it actually makes you think about things” (P7) 

3.6.2 Sub-theme 3b: Suggested Improvements for Outcome Measures 

 Whilst all individuals reported having no concerns with the outcome measures some 

identified ways in which they could be improved. One individual commented on the wording 

of questions stating “one of the questions that we got…said is it important not to become too 

attached to residents? I mean, is that what my husband is, a resident?” (P4).  

Another reflected on how they felt the outcome measures did not take the past into 

consideration when asking participants to rate whether their relationship had changed with 

the care recipient explaining, “it made me kind of think, it really depends what relationship 

you have with that person before they become unwell. I’ve said it didn’t change but that’s 

because it was great before not because the course wasn’t helpful” (P4).  

Three individuals felt it would have been helpful to have a ‘not applicable’ check box 

when answering questions stating, “I felt there wasn't a bit that said not applicable. And I felt 

that in some cases, that would have been quite helpful because there were some questions 

that really weren't applicable to me” (P5). 
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4.Discussion 

This study sought to explore the acceptability and impact of a Dementia Awareness 

for Caregivers (DAC) course among dementia caregivers in the UK. Fifteen participants 

engaged in the DAC course and completed semi-structured interviews. With regards to 

acceptability, participants' experience of receiving the DAC course, in particular the extent to 

which they considered it to be appropriate, their perceived effectiveness, satisfaction, and 

ability to meet their needs, were explored. With regards to impact, participants’ views on the 

different ways in which the DAC course had an impact on their caregiving role, themselves, 

and care recipient, were explored. Analysis of these interviews generated eight sub-themes 

which were organised into three over-arching main themes; ‘acceptability of course’, ‘impact 

of course’, ‘and ‘reflections on outcome measures used’. The current study demonstrated 

that the delivery of the DAC course to dementia caregivers in the UK, and the outcome 

measures used, were acceptable. It has also demonstrated that engaging in the DAC course 

can have a beneficial impact on various aspects of the caregiving role. These findings will be 

explored further below. 

4.1 Acceptability 

4.1.1 Acceptability of Course Format 

 Regarding the format of the course, participants shared more positive reflections than 

negative. All individuals reported they would recommend the DAC course to other dementia 

caregivers, indicative of a high degree of ‘acceptability’. Participants reported they had no 

concerns with regards to the course being run online. The reasons for this were varied, 

including saving on travel time and cost, as well as not taking up too much of caregivers 

already limited time. Since the COVID-19 pandemic, the use of digital technology has 

increased at a rapid rate (Clipper, 2020). As such, some individuals may have felt more 

comfortable attending online due to many services now utilising online platforms and 

individuals being more exposed to using this format. However, some individuals expressed 

initial reservations about attending online. Through engaging in the course online, their 
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perceptions appeared to shift and during the interviews, participants noted despite having 

had reservations, they enjoyed the course and would attend again online. In clinical practice, 

the use of prior-participant testimonials could assist in encouraging others when recruiting 

for online groups if this presents as a barrier.  

Whilst some participants felt the length of the course was too long and reported 

finding it challenging to remain focussed, the majority felt the length was appropriate. All 

individuals felt running the DAC course as a group intervention was beneficial. Caregivers 

mentioned the group aspect helped individuals feel less alone and hearing others’ 

experiences was powerful, interesting, and created a supportive environment. It is clear that 

relationships were built during the course, with some individuals requesting to keep in touch 

with each other following the completion of the study. Furthermore, the smaller group sizes 

of 6-10 participants appeared to help foster a contained environment and allowed 

participants to feel able to share and build inter-personal bonds. These findings highlight 

how the group format of the DAC course enables caregivers to feel supported, less isolated, 

and talk openly about their experiences and challenges with other caregivers, despite being 

held online. This is consistent with research that has suggested online relationships are able 

to be formed in similar ways to in-person relationships (Lomanowska & Guitton, 2016), 

providing further support for the online group delivery of the DAC course. Additionally, 

sharing experiences with other caregivers can help to normalise dementia and in turn assist 

caregivers in feeling more confident and prepared regarding the future.  

4.1.2 Acceptability of Course Content 

 The UK version of the DAC course was developed using the DAC International 

template which took into consideration the need for information and practical advice, whilst 

incorporating the biopsychosocial principles of CST. As previously mentioned, the DAC 

course was co-developed with a team from four countries, representing different cultural 

perspectives and increasing generalisability. The course was then adapted to include UK 

specific myths, examples, information and advice. Findings from the current study suggest 

that the content included in the course was felt beneficial and overall, all participants felt the 
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course content was interesting and helpful, indicating a high level of ‘acceptability’. 

Furthermore, specific aspects of the course appealed to different individuals depending on 

their interests and/or challenges they had experienced. Providing information on dementia 

and its progression along with dispelling common myths was found to be a useful part of the 

course content and aided in normalising aspects of dementia. Unique to the DAC course is 

the strong focus on the biopsychosocial aspects of dementia and positive communication, 

compared to a much more diagnosis focus within other researched courses (Stoner et al., 

2022).This focus on psychological principles as well as the social aspect of dementia, 

assisted in providing caregivers a different narrative for understanding dementia. 

Participants noted an appreciation for this, and reflected on how the course assisted in 

addressing stereotypes that may be reinforced by medical models. Furthermore, the 

activities and hand-outs included in the DAC course were deemed to be helpful and 

enjoyable. Feedback provided by caregivers identified that often accessing information was 

challenging and therefore being provided with this on the course, was valuable.   

One individual did comment on missing content for the course, namely the use of 

new technology and its use in assisting with the care of people with dementia. Technology 

such as video devices, GPS trackers and security devices have been known to help 

individuals with dementia and their caregivers with safety, security, socialising, and memory 

aids (Miskelly, 2001; Topo et al., 2004). However ethical concerns can arise with regards to 

when to use them (Olsson et al., 2012). Research has suggested providing information 

regarding the use of technology at an early stage of diagnosis could facilitate joint decision-

making regarding its use (Olsson et al., 2012). As such, including information on the different 

uses of technology in the DAC course, if delivered at an early stage of the dementia journey, 

may be useful for caregivers when making decisions later. 

4.2 Impact of DAC Course 

 The DAC course appeared to have had a positive impact on caregivers and in turn, 

the individuals they care for. Caregivers commented on how the course helped provide them 

with hope and insight regarding the future and left them feeling more confident and prepared 
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with regards to their caring role. Individuals also mentioned being more mindful in the way 

they interact with the individual with dementia as well as having more understanding 

regarding their presentation. Increasing knowledge of dementia is known to assist with 

caregiver’s mental health, encourage person-centred care as well as reduce burden (Jensen 

et al., 2015; Kahn et al., 2016). As such, the impact of the DAC course is likely to not only 

assist caregivers in feeling more prepared in being able to provide care but, can also 

contribute to reduced burden and the individual with dementia being provided person-

centred care. 

 Caring for an individual with dementia can at times become an isolating experience 

leading to caregivers feeling burdened and lonely (Ferrara et al., 2008). Through attendance 

of the DAC course, caregivers reported a reduction in feelings of isolation and felt reassured 

that other individuals are also in similar situations. Several participants went on to seek peer 

support following engaging with the DAC course, highlighting the important impact the DAC 

course can have. Individuals reported the course contributed to their ability to seek support 

whereby individuals joined groups, used helplines, and asked for support from others. 

Furthermore, a group of participants requested to keep in contact with each other to share 

information and materials, further demonstrating the impact the DAC course can have with 

regards to peer support and reducing loneliness. 

 As well as assisting individuals in seeking peer support, several participants reported 

the DAC course as being a reminder to engage in self-care. For some, caregiving can 

contribute to various psychological concerns and a lack of independence (Kuo et al., 2014; 

Lewis et al., 2014). Having space to discuss caregiver needs in the DAC course was viewed 

as valuable and individuals reported being reminded of the importance of self-care, with 

some feeling more able to take time to look after themselves following completion of the 

DAC course. Aware of the unhelpful impact not engaging in self-care can have on caregivers 

(Lewis et al., 2014), these findings support the important beneficial effects participating in the 

DAC course can have on caregivers’ mental and physical health. 
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 Participants commented on the various skills they learnt from the course and had 

started to put into practice including, providing the individual with dementia more 

independence, involving them in decision-making, engaging them in hobbies and activities, 

as well as changing the way they speak to them. Equipping caregivers with skills they can 

utilise in their caregiving role can not only help caregivers feel more prepared, confident, and 

able to care, but can also assist with reducing the risk of the care recipient being placed in a 

care home earlier than needed (Jensen et al., 2015; Pinquart & Sorensen, 2006). These 

findings provide further support for the vital impact of the DAC course not only on caregivers, 

but also on individuals with dementia.  

4.3 Strengths and Limitations 

There are certain strengths identified in the current study. The DAC course was 

initially co-developed with a team across four countries, allowing for representation of 

different cultural perspectives and increasing generalisability of the course itself. The course 

was then tested across India, Brazil and Tanzania and was deemed acceptable among 

dementia caregivers (Stoner et al., 2022). Along with the current findings, this highlights how 

the DAC course is a manualised intervention that can be easily replicated, enabling future 

research findings to be compared and explored. Whilst the content of the DAC course may 

well have similarities to other supportive interventions available, it is unique in that is has a 

strong focus on the biopsychosocial aspects of dementia and positive communication, 

whereas other researched courses tend to have much more of a diagnosis focus. The 

findings in the current study provided support for this, whereby participants reported an 

appreciation for this focus. Another strength is the use of stakeholder consultation in the 

development of the local UK version of the DAC course. This aspect of the DAC course 

development is key as it allowed professionals, individuals with dementia and caregivers to 

provide reflections. Furthermore, stakeholder consultation is reported as being an essential 

part in creating new interventions, as it allows for topics to be identified that the researchers 

may not be aware of (Duncan et al., 2020). Whilst the study sample may be considered as 

small, all participants who attended the DAC course attended their follow-up interview. This 
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enabled researchers to gain an overview of how all participants experienced the course and 

may be an indication of the acceptability of the course. 

Despite these strengths, some limitations are noted. The majority of caregivers 

included in the study identified as female. Whilst this appears to be a reflection of the 

estimated gender balance of dementia caregivers, with more caregivers being female (Wimo 

et al., 2013), it limits the findings in terms of capturing the experiences of male dementia 

caregivers. It also highlights the need for more research around male dementia caregivers to 

ensure their views do not become inadvertently missed within research. Further research on 

a larger scale, with a more equal representation of participant gender, may assist in 

obtaining a more generalisable understanding of the acceptability and impact of the DAC 

course across the UK.  

It is worth noting that all participants who engaged in the study were of White British 

ethnicity. Caregivers of ethnic minority groups are known to experience various barriers to 

accessing support both in person and online (Kenning et al., 2017). Furthermore, information 

regarding support available for caregivers is often limited throughout the dementia journey 

(Schmachtenberg, 2022). Not having caregivers from ethnic minority backgrounds engaging 

in the study limits the extent to which findings can be generalised and therefore the extent to 

which the DAC course is deemed acceptable or to have had an impact amongst this group. 

Given that caregivers of ethnic minority groups report lower awareness of support available 

(Kenning et al., 2017), it is possible that this group of individuals may not have been aware 

of the specific online dementia research advertising platform used to recruit participants, and 

hence future research utilising other sources may assist with overcoming this limitation., 

Furthermore, use of this method of recruitment also inadvertently privileged those who had 

pre-existing skills in using technology, which may have contributed to the acceptability of the 

online format and the recruitment of a specific demographic of caregiver.  

Whilst stakeholder consultation was used during the development of the local version 

of the DAC course, the study did not utilise stakeholder involvement when developing 

information sheets and consent forms. This may have allowed for forms to be more 
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appropriately tailored to meet the needs of those receiving and/or completing them. As such, 

it would be suggested that future studies consider wider consultation from stakeholders in all 

aspects of study development.  

Another limitation of the study is the absence of the use of reflexive exercises with 

regards to analysis. Whilst it is noted that the researchers regularly paused and questioned 

the origins of their interpretations, it is important to note that their background, 

preconceptions, and personal views may have, to some extent, influenced the study. Future 

studies should consider the use of reflexive exercises with the research team prior to 

conducting data collection and analysis, in order to consider these different perspectives and 

the influence on findings.  

The DAC course was intended to be attended by 6-10 carers, however due to some 

individuals not being able to attend the group, the course was run with fewer individuals 

(between 5-2 carers per group). As such, the intended group size may not have been 

deemed acceptable as this was not met. Furthermore, participants reflections on 

acceptability of group size are focused on actual group size rather than intended group size 

hence further exploration of this is warranted. Trialling the DAC course among a larger 

sample size may provide further insight into acceptability of group sizes. Those participants 

who were invited but did not attend the DAC course, provided reasons such as work 

commitments, loss of care recipient, and illness. Whilst they were unable to attend, they 

reported being interested in attending if further course dates were announced. Whilst not in 

the scope of the present study, interviews with this group of participants may provide further 

information around acceptability given the drop-out between randomisation and course 

attendance and should be considered in future research. 

4.4 Implications 

 Despite there being a great need for caregiver support, many are often poorly 

supported and are provided with little information to assist them in their caregiving role 

(Killen et al., 2016). The findings from the current study suggest that the delivery of the DAC 

course to dementia caregivers across the UK, is acceptable and can positively impact 
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caregivers and their care recipients. As such, the current study presents a foundation for a 

larger randomised control trial to be run, to establish the efficacy and cost-effectiveness of 

the DAC course among a wider population of caregivers. The inclusion of larger sample 

sizes with caregivers who represent different ages, genders and ethnic backgrounds is 

suggested, to assist with wider generalisation of findings.  

Whilst most individuals felt the length of the DAC course was acceptable, some 

individuals felt it was too long. Aware that concentration levels during online courses can 

vary depending on an individual’s age and gender (Kara et al., 2019), it is important to 

consider ways of managing this. The findings from the current study share insight into ways 

this can be managed, for example, trialling the course with frequent shorter breaks, or as 

three separate sessions. Findings also highlighted the lack of support and information 

caregivers felt they received at point of diagnosis. Many felt that being offered the course as 

part of a standard package of care following diagnosis would have been beneficial in not 

only providing them with information, but also in helping them to access support and feel 

more prepared and confident regarding the future. Furthermore, caregivers felt attending the 

course at an earlier point in the dementia journey would have enabled them to utilise more of 

the skills discussed, due to the nature of dementia at a later stage. The findings from the 

current study also highlighted that the outcome measures used, were deemed both relevant 

and easy to complete, suggesting these could be repeated in future studies.  

Running a larger randomised controlled trial at point of diagnosis within the National 

Health Service, utilising findings from the current study, would assist in further identifying the 

practical and clinical implications of the DAC course among this population of caregivers. For 

example, future studies could explore the acceptability and practicality of the DAC course 

being run as a standard package of care whereby, following the individual being diagnosed 

with dementia, caregivers involved are offered and encouraged to attend the course. 

Utilising the current findings, and findings from future studies exploring feasibility, 

acceptability, practicality, and cost-effectiveness, it is hoped that the DAC course can be 

offered to caregivers and delivered on a regular basis by different members of trained 
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multidisciplinary staff. Furthermore, the longer-term hope is for the DAC course to become 

part of a nationally mandated service specification for carer support, in order for carers to be 

provided with information, advice, skills, and support to assist them with their caregiving role.  

4.5 Conclusion 

 A Dementia Awareness for Caregivers course was adapted from an international 

template (Stoner et al., 2022) for delivery to caregivers across the UK. Findings from the 

current study indicated the course was well received by caregivers and was noted as having 

a positive impact on caregivers and in turn care recipients. Additional testing on a larger 

scale and at a point of diagnosis will assist in further determining the acceptability and 

impact of the course among this population. 
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1.Introduction 

This critical appraisal outlines my reflections on conducting a piece of empirical 

research as part of the doctorate in clinical psychology. It will begin by discussing decisions 

made regarding the methodology of the project, specifically delivering an intervention online. 

Challenges with participant recruitment and early engagement are also discussed. Finally, 

the appraisal will consider some of the researcher’s personal background, interests, and 

assumptions, and how the researcher attempted to distance the process of data analysis 

from these. 

1.1 COVID-19 and the Impact on the Project 

 When developing the methodology of the project, the original intention was to deliver 

the Dementia Awareness for Caregivers (DAC) course in person to caregivers of people with 

dementia across the United Kingdom (UK). My interest in this area was grounded in my 

previous experiences of delivering psychoeducational support groups to caregivers of 

individuals accessing mental health support in both acute crisis teams and community 

settings. I had the privilege of learning about the importance of supporting caregivers and 

the helpful impact this can have, not only on the caregivers themselves, but also the care 

recipient. Delivering these groups in person I was able to witness caregivers share their 

experiences through discussions as well as form supportive peer relationships following 

engaging in the group. 

The risk of being diagnosed with dementia increases with age, with many individuals 

being diagnosed over 65 (Prince et al., 2014). This same age group were also deemed ‘high 

risk’ during the COVID-19 pandemic and were encouraged to stay at home along with their 

caregivers (Zhang et al., 2023). At the time of developing the methodology, there remained 

uncertainty of whether any further guidance or restrictions would be put in place, and older 

adults were still being advised to remain cautious as well as those who had direct contact 

with them. As such, following discussion, it was agreed that the DAC course would be 

delivered online rather than in person.   
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Having previously run caregiver support courses in person and seen the benefits of 

these, I was initially saddened by the choice to move the delivery of the DAC course to 

online. However, following a review of the literature, I became aware of how online caregiver 

forums have been found to be effective in supporting caregivers and those with dementia 

(Carter et al., 2020). Research has also highlighted that online relationships are able to be 

formed in similar ways to in-person relationships (Lomanowska & Guitton, 2016), suggesting 

online delivery may not affect this aspect of the course. Given the limited independence and 

time dementia caregivers often have, along with potential health and mobility concerns (Dai 

et al., 2020), exploring the acceptability and impact of an online caregiver course, could 

assist in finding other means of accessing and supporting this population. Furthermore, 

given the economic climate and reducing service funds, the online delivery of groups is 

definitely worthy of investigation.  

Despite not being able to offer the DAC course in person, it was important to not put 

anyone’s health at risk whilst being able to conduct the research. Following a review of the 

literature and expanding my awareness of possible benefits of online delivery, I became 

hopeful that through exploring online delivery of the DAC course, we could evaluate the 

impact of the course as well as explore the acceptability of online delivery among this group 

of individuals. Informal caregivers of individuals with dementia were known to experience 

social isolation, increased caregiving demands, little support particularly following the 

sudden closure of support services and increased physical and mental health concerns 

during the COVID-19 pandemic (Alzheimer’s Society, 2020). I feel awareness of this further 

increased my motivation and hope for the online delivery of the project, in being able to 

identify different ways to reach and support dementia caregivers during the pandemic and 

beyond, in turn assisting with the concerns caregivers’ experienced.    

1.2 Participant Recruitment 

 Conducting research can often be a challenging process. During the COVID-19 

pandemic, some of these challenges were exacerbated. At times the process felt isolating, 

particularly as setting up and running the study was being conducted online. It was important 
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at these times, to consider the different skills of a psychologist and how these can be utilised 

to overcome such challenges. Furthermore, setting up regular online meetings with my 

research partner facilitated in staying connected during these times. 

 Given the importance of stakeholder involvement in research, particularly in research 

that directly relates to the care they receive in public provision (National Institute for Health 

Research [NIHR], 2021), we chose to include the views of stakeholders when developing the 

local version of the DAC course. I felt this was a particularly important aspect of the 

development, as it enabled for an outside perspective of the course and offered an 

opportunity for stakeholders to review and possibly identify areas that we, the researchers, 

may have missed. As stakeholders were recruited via personal and professional contacts of 

the researchers, both myself and my fellow research partner, this aspect of recruitment was 

not as slow or challenging as I had initially anticipated.  

 In the absence of traditional in-person recruitment methods, such as face-to-face 

third sector and charity liaison, attendance at caregiver forums and poster distribution, an 

online method of recruitment was adopted. The study utilised a large online dementia 

research advertising platform whereby we were able to upload details of our study for 

individuals to then register their interest. However initial recruitment was extremely slow, with 

only a couple caregivers registering interest, leading me to feel deflated and impatient. Given 

the initial stakeholder recruitment was relatively quick, I feel I had hoped that recruitment for 

the study would have been equally rapid. Additionally, having used an online dementia 

research advertising platform, my assumption was that those signed up would be actively 

looking for studies to engage with, hence making recruitment a slightly easier process. As a 

doctorate trainee, the pressure of meeting university timelines for participant recruitment and 

data collection, was also at the back of my mind, further contributing to my impatience. 

Meeting regularly online with my joint project partner assisted with maintaining motivation as 

well as reducing feelings of isolation. It was in one of these meetings together, whereby we 

agreed to send out opt-in emails to participants whose profile appeared to meet the inclusion 

criteria for our study, as an attempt to boost participant recruitment. This process was 
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lengthy and time-consuming, however it felt worthwhile when a number of participants 

started to make contact and requested to engage in the project.  

The sudden interest from participants made me reflect on what may have caused this 

as well as the initial assumptions I held. Aware that caregivers often have limited time 

(Livingston et al., 2020), I wondered whether they had been unable to actively search for our 

project, whereas when they received an opt-in email, it was easier for them to respond and 

register interest. Furthermore, during the study, those that were unable to attend the 

specified course dates, reported that despite being unable to attend, they were extremely 

keen to be kept in mind if another course date was offered as well as to read the findings of 

the project following completion, as they felt it was a particularly needed and important 

project. This highlighted to me that although some caregivers may not have actively been 

able to register or had time to participate, they still appeared to have interest in the project, 

suggesting the vital need for support among this population.  

Within the study, it was noted that all participants were of White British ethnicity. This 

was disheartening to see, especially being an individual of ethnic minority myself and having 

some awareness of the need for support among this group of individuals. It led me to reflect 

on the various reasons as to why this might have been. Caregivers of ethnic minority groups 

are known to experience various barriers to accessing support both in person and online 

(Kenning et al., 2017). Furthermore, information regarding support available for caregivers is 

often limited throughout the dementia journey (Schmachtenberg, 2022). As such, I wondered 

whether these individuals were aware of the online dementia research database from which 

we recruited individuals from, and whether more ethnic minority caregivers would have been 

recruited if we had utilised other sources. Offering the DAC course as a standard package of 

care within the National Health Service, may assist in those of ethnic minority groups being 

more aware of the support available. This in turn may assist in their ability to access the 

support. It is, however, important to consider other barriers to accessing and engaging in 

support, such as availability and ability to utilise online technology, cultural views and stigma, 

as well as any potential language barriers. Offering the DAC course both online and in 
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person could assist with overcoming barriers such as technology. Further research 

investigating cultural views, stigma, and ability to offer support in various languages, could 

assist in more awareness of these barriers, as well as identifying ways to overcome these. 

Having conducted participant recruitment in this way and now having completed the 

project, it emphasizes to me the importance of creating a course for caregivers that is easily 

accessible. Conducting further randomised control trials within a National Health Service 

context, can assist in exploring whether offering the DAC course to dementia caregivers as a 

standard package of care, enables support to be accessible, acceptable, and have a positive 

impact on caregivers and their care recipients. It is important to take into consideration 

caregivers limited time, yet their ability to fit their caregiving role around their general daily 

life, when setting up and offering the DAC course to caregivers. For example, the DAC 

course could be offered as a standard package of care with various course dates and times, 

so that caregivers are able to fit accessing the support they need, around the various other 

tasks they may have.  

1.3 Participant Engagement  

 Participants attending the DAC course were sent an email a day before the course, 

confirming the date and time of the course as well as a Microsoft Teams link to join on the 

day. However, when running the first round of the DAC course, only a couple participants 

initially joined the link. At first this was slightly disheartening, particularly all the effort we had 

put into recruitment and preparation for running the DAC course. However, reflecting on 

previous concerns we had with participant recruitment, I chose to contact the participants 

that had not attended. It became apparent following a phone call that some had forgotten the 

course was being run. Whilst some were able to quickly log on and join the course, others 

were unable to attend due to work commitments. This reminded me of the challenges that 

arose with participant recruitment and how often caregivers are conducting their caregiving 

role alongside their daily life, providing them with limited time and many things to remember 

(Livingston et al., 2020). Furthermore, similar to recruitment, participants informed that whilst 

they were unable to attend due to work commitments, they were still very much interested in 
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the project and wanted to be considered if further course dates were announced, particularly 

as many felt the area of research was an important one. This left me feeling even more 

motivated to ensure the project ran well and that I was contributing to an area of research 

that was both vital and needed.  

Following the first course, I met with my joint project partner, and we reflected on this. 

It was agreed for the next round of the DAC course, to send an email reminder a week 

before and again a day before the course, requesting participants to confirm attendance. 

Those who did not respond were called and attendance was confirmed via phone call. This 

greatly assisted with attendance of the DAC course, and during reminder phone calls, 

participants stated that they were thankful for the reminder given their busy lives. As such, 

the same procedure was followed for remaining rounds of the DAC course. Adapting the 

procedure part way through in response to participant engagement, was something that was 

carefully considered by myself and my joint project partner, with supervision from our 

supervisors. I felt initial engagement during the first round of the DAC course enabled us to 

be aware of potential barriers that could arise and offered us a moment to problem-solve and 

adapt. It was important for us to consider the population of individuals the DAC course was 

targeting, and the different ways barriers could be overcome. Furthermore, I felt it highlighted 

the pressure dementia caregivers are often under and the incredible need for support among 

this population. Offering accessible support, whilst considering the needs of dementia 

caregivers is vital and consideration around the procedures used in this study should be 

taken when conducting further research.  

It is worth noting that utilising the online dementia research advertising platform did 

inadvertently privilege those individuals who had pre-existing skills in using technology. 

Additionally, as previously mentioned, all participants identified as White British which could 

be due to the lower awareness of dementia support available and/or limitations in being able 

to access support among ethnic minority dementia caregivers. It is hoped that by running a 

larger randomised control trial within the National Health Service, utilising the findings of the 

current study, a wider more generalisable group of dementia caregivers can be reached. 
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1.4 Influence of Personal Factors on Data Analysis 

It is helpful to reflect on the possible influence of personal factors on qualitative data 

analysis in order to gain an awareness of how the data may have been interpreted. Within 

the current study, no particular reflexive exercise was carried out by the researchers and 

hence it is important to note that our background, preconceptions, and personal views may 

have, to some extent, influenced the study. There were, however, moments where I felt I 

took into consideration these personal factors, which I will discuss below. 

As previously mentioned, my prior experience in running caregiver support groups in 

other contexts sparked my interest in conducting this piece of research. Furthermore, having 

recently taken on a caregiver role for my grandmother, I felt somewhat aware of some of the 

challenges caregivers experienced. I believe these experiences, along with the ‘we can do it’ 

attitude during the COVID-19 pandemic, created a vested interest within me in wanting the 

intervention to be useful for dementia caregivers. Aware of this bias going into the project, I 

attempted to keep it in mind throughout the process, particularly during coding and thematic 

analysis of the data. When analysing the data, I repeatedly questioned the origin of my 

interpretations to ensure my bias was not influencing the way in which I interpreted what 

participants reported. Reading through the transcripts multiple times assisted with the 

process, allowing myself to be immersed into the data. Furthermore, having a second 

researcher code a portion of the data using the coding table I had developed, also assisted 

with ensuring that my interpretations were not biased. 

During the transcription process, I became aware that although researchers had a 

semi-structured interview protocol, some degree of influence from the researchers was 

inevitable. For example, whilst the interview was semi-structured, at points, the interview 

relied on interviewers to encourage participant elaboration. During the interviews, I reminded 

myself of the biases I held and tried to actively put these aside. However, I wondered on 

reflection, whether this caused me to unintentionally fail to encourage participants to 

elaborate on some of their responses, due to worry that I was following a line of thought that 

was connected in some way to my biases. The interviews were carried out by both myself, 
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and my joint project partner. Aware that she had previously worked in an older adult service 

and had a similar vested interest in wanting the DAC course to be a helpful contribution to 

the area of research, I wondered whether she too had unintentionally failed to encourage 

participant elaboration due to the same worries. I regretfully did not explore this with my joint 

project partner at the time and wonder what she may have identified as her own biases 

coming into the project. When transcribing the interviews, I became aware of interesting 

themes, however some were not always explored further by the interviewers. This became 

frustrating at times, particularly as I wanted to obtain as much useful information from the 

interviews as possible. On reflection, I wonder whether an early reflexive exercise with the 

interviewers, where they were able to discuss their biases and ways of managing them 

throughout the interviews, may have assisted with increasing confidence to proceed with 

encouraging participant elaboration. Having now reflected on this, I would suggest that this is 

something that is considered prior to conducting further research.  

2. Conclusion 

 Whilst COVID-19 changed some of the way in which the research project was 

conducted, it allowed for an exploration of the acceptability and impact of the online delivery 

of the DAC course to dementia caregivers across the UK. Furthermore, findings from the 

empirical study provided insight into the benefits of online delivery experienced by dementia 

caregivers, and assisted in identifying different ways in which this population can be reached 

and supported. The reflections on participant recruitment, engagement, and data analysis 

outlined above, help in providing insight into possible challenges and ways of overcoming 

these. It is hoped that should the study be replicated, the reflections discussed above are 

considered. I am immensely proud of the overall project and feel that its contribution to the 

research area is valuable. I hope that it sets a foundation for a larger randomised control trial 

within the National Health Service to be conducted, in order for dementia caregivers to 

access standardised psychoeducation and support. 
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Appendix F: Semi-structured Interview Question Prompts 

 

 

 



Appendix G: Example Coding Table 

Sample Transcript Codes Sub-Theme Sub-Theme Main Theme 

“It is hard to stay on the ball for four hours” Course too Long  
Length of Course 

 
 
 
 

Preferences of 
Course Format 

 
 
 
 
 
 
 
 
 
 
 
 
Acceptability of 

Course 

“I learned a lot. And actually, the time went so quickly, I couldn’t believe it was over” Course Length Okay 

“You know that you’re not alone or you’re not the only person getting frustrated. So, whilst 
other people’s experiences aren’t always going to be the same, I learned loads and kind of felt 
a lot of support from the group” 

Reflection of Group 
Format 

 
 

Group Format 

“Actually, it was quite nice” Reflection on Number 
of Participants 

“it’s much easier to do it on the screen than face to face. It makes it easier for people to attend 
because they don’t have to worry about travelling” 

Online Format of 
Course 

Online Format 

“Some of the like myth busting, I think that was quite helpful because, certainly it’s been quite 
difficult with relatives and things, but also just for my own knowledge, knowing what’s true and 
not” 

 
Course Content 

 
Content, Group 
Activities and 

Handouts 

 
Preferences of 

Course 
Content “The activities that made us think and share after a bit of information was given, that was for 

me was the best thing” 
Course Activities 

“There was nothing about new technology…we use technology, quite a lot, so it would’ve 
been nice to hear a bit more about that and how we can use it” 

Missing Content from 
Group 

Missing Content 

“Most people end up just fumbling their way through because there isn’t much out there” Lack of Support at 
Diagnosis 

Experience of 
Support at Diagnosis 

 
Views on Point 
of Delivery of 

Course “Would really help to have this at the start of someone’s journey so they know what skills to 
use and what’s to come” 

Point of Delivery of 
Course 

Delivery of Course 
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