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Introduction to thesis
This thesis research was completed as part of a Doctorate in Clinical Psychology at Staffordshire University by the first author. The topic was developed by the author’s experience of working therapeutically with people who have cognitive impairments and neurological conditions. People’s families and the contextual factors led the author to become interested in this field of work. With conditions such as dementia on the rise, understanding the underpinnings of quality of life (QoL) for people with dementia can continue to guide future care and services. Chapter 1 is a literature review of studies exploring the perceptions of QoL for people living in the community with early stage dementia. It used a structured appraisal tool and applies a systematic approach to searching for the relevant research. Findings suggest, biological, psychological and social factors influence QoL for people with dementia (PWD) and different people focus on different areas of QoL. Most of the studies in the review collected data using questionnaires, which are open to bias and can lack detail. Qualitative approaches used narrative methods which allowed PWD to engage in meaningful conversations and discuss ‘a sense of worth’ which is important for QoL (Robertson, 2014). There was lack of healthcare professionals’ perspectives highlighted in the review. Chapter two is the empirical paper which uses Q-methodology to understand perspectives of QoL and to evaluate Q-sorts as a clinical tool for PWD. Seventeen participants’ (healthcare professionals, people with dementia and family members) completed Q-sorts in which they ranked 45 statements about QoL for people with dementia. Three factors emerged 1) keeping control and getting support, 2) living comfortably, 3) finding cures, solutions and having company. Biological, psychological and social underpinnings of QoL were represented in these three factors. Chapters 1 and 2 have been written in APA format and will be edited further to meet journal standards. Chapter 3 is a service user executive summary of the empirical study with reference to the literature review findings. It has simplified the technical language and formatted in a user friendly manner, highlighting the main points of the study. 
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Perspectives of quality of life for people living in the community with early stage dementia
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Abstract
Purpose:  Perceptions of quality of Life (QoL) for people living with dementia can vary. A critique of the relevant literature was conducted to find out what is known about peoples’ perceptions of QoL of people living with early stage dementia? 
Method: Relevant databases were searched and hand searches were used to identify primary studies on ‘quality of life’ and ‘dementia’ and ‘perceptions’. 
Findings: There is a variety of influencing factors on QoL for PWD that cover biological, psychological and social influences. These are valued differently by proxy and subjective views. Self-reports tended to rate their QoL higher than the carer perceptions’ of QoL. The carers focussed on neuropsychiatric symptoms which were sometimes linked to carer burden. PWD tended to focus on the loss of friendship, relationships with carers, mood, stigma and other health conditions.
Research implications: Young people with dementia and the perspectives of healthcare professionals [HCP] working with PWD in community settings are underrepresented.  
Practical implications: The studies showed important indicators of QoL for PWD. These cover social and psychological as well as biological factors. The condition of dementia is not the only indicator of QoL, regardless of whose perspective it comes from.   
Keywords: Quality of life, dementia, perspectives 
Introduction 
This literature review explores the perceptions of quality of life (QoL) of people with early stage dementia. Firstly, reviews the broad literature on dementia, QoL and perceptions of QoL. Then develop a ‘systematized review’ critically appraising the identified literature (Grant & Booth, 2009) and what the evidence base is for the QoL of people with early stage dementia. Finally, the relevance of this research and what further research is needed to gain a fuller understanding of the needs of PWD will be considered.
Dementia
Dementia is a progressive syndrome affecting the brain which leads to a loss of function and autonomy (Dementia UK, 2016; O’Reilly, Lavin & Coughlan, 2011). It is a set of symptoms which can include problems with thinking, mood, memory, behaviour and language (O’Reilly et al, 2011).  As a result, the progression can lead people to experience changes in personality, self-neglect, aggression, sleep problems, wandering and cognition (National Institute for Health and Clinical Excellence [NICE], 2006). Dementia is a term that describes many types of the condition, for example Alzheimer’s, vascular or frontotemporal dementia, all presenting with different symptomologies. With people living longer (World Health Statistics [WHO], 2014) and older adults making up 19.5 per cent of the population, (Division of Clinical Psychology, 2006) conditions such as dementia are becoming more prevalent. This puts financial pressure on services (Alzheimer’s society, 2014) and thus consideration of more specialist services is needed (Beattie, Gilliard, & Means, 2002; Joint Commissioning Panel for Mental Health, 2013). Around five per cent of the 850,000 people with dementia are under the age of 65 years (Young Onset Dementia UK, 2016) known as ‘early onset dementia’ (EoD), presenting with dementia symptomology, but encountering different priorities in life, because they are often still in work (Van Vliet et al., 2013), have young children and are still providing for their families’ (Withall, Draper, Seeher, & Brodaty, 2014). This has profound implications for peoples’ QoL.
Quality of Life
Quality of Life (QoL) is defined as a person’s view of their position in life, in the context of their cultural and personal values, and in relation to the goals and expectations they have (WHO, 1995). People with dementia (PWD) can experience difficulties with aspects of their lives, such as managing daily life activities, engaging in meaningful social activities, and communicating (Logsdon, 2002), which can affect a PWD’s QoL (Black & Rabin 2005). QoL can be influenced by factors such as depression, age, quality of relationships and awareness of the dementia (Sousa et al, 2013). There are many terms present in the literature such as wellbeing, QoL and unmet needs often used interchangeably (Dodge, Daly, Huyton & Sanders, 2012) therefore clear definitions of these terms are needed (Baptista et al 2016) to ensure that the correct concept is being measured and studied. QoL is used in clinical contexts to explore a range of difficulties a person may be presenting with and is used as a measure of clinical and cost effectiveness (Walters, 2009).
Differing perspectives 
Differing perspectives on QoL for PWD can be used to clinically determine the needs of a person. As a person’s dementia progresses they may not be able to communicate what is important to them and therefore this information comes from families, carers and staff. It is important to know what similarities and differences occur in these perspectives to allow for the best possible care to be delivered. The studies looking at the carer perspectives’ found that important factors on QoL may be missed and should be interpreted with caution (Banerjee et al., 2006), although, Droes et al, (2006) found that most QoL domains where acknowledged by both the carer and PWD. Healthcare Professionals’ (HCP’s) viewpoints on PWD’s QoL are important to consider because some HCP’s could be providing direct care and some may be involved in developing specific dementia services. Nurses who work with PWD rated QoL for the patient lower than the patient’s self-rating (Gräske, Fischer, Kuhlmey, & Wolf-Ostermann, 2012). It was suggested that only nurses who know the patient well enough should be used to provide this proxy rating (Gräske et al, 2012). 
The PWD’s perspective has been researched more, which suggests there is a growing body of evidence to support PWD giving their own opinions on their QoL (DeBoer, Hertogh, Riphagen, Jonker, & Eefsting, 2007; Moyle, Mcallister, Venturato, & Adams, 2007). PWD under the age of 65, are often studied separately, and using specific self-reporting measures (Banerjee et al., 2006; Barca, Engedal, Laks, & Selbæk, 2011; Trigg, Jones & Skevington, 2007). Baldwin and Murray (2003) have suggested the diagnosis of EoD is specialised, complex and that their needs are different to older people with dementia, yet many services still have ageless pathways, suggesting everyone’s needs are the same. 
 Rationale for review
There is a wealth of research developing in the area of QoL for PWD but the concept of QoL and the terminology used varies greatly (Baptista et al., 2016); late and early onset are often studied separately, although late onset samples include people under the age of 65 years; mixed samples are used in terms of severity of dementia; the living arrangements are inclusive of many different settings (Jing, Willis & Feng, 2016), all of which have the potential to influence QoL. Finally, most of the literature that includes healthcare professional’ perspectives on QoL are conducted in residential and hospital settings (Crespo, Hornillos & Quiros, 2013; Graske, Fischer, Kuhlmey, Wolf-Osterman, 2012) and less so in community contexts or with staff that are developing care pathways. By reviewing the literature, addressing some of the future directions mentioned above, we can look more closely at the quality of this literature, the variations in perspectives and identify gaps in the literature to guide future research in a direction that will support clinical improvements for the QoL of PWD. 
Aims of the review
The aim of the current review is to explore whether the research into QoL is reliable and valid, and to uncover the perspectives of QoL for people with early stage dementia and finally whether it is providing useful data to help services to develop and respond to the needs of PWD, specifically in community settings. The specific aim is to find out: What is known about peoples’ perceptions of QoL of people with early stage dementia? 





Method
	Search strategy 
Two hosts were searched for specific databases, these were: HDAS (Healthcare Databases Advanced Search- open Athens) and EBSCO. The databases searched were:
British library of theses (Ethos), Science direct, Cochrane library, web of science (WoB), e-book collection, regional business news, PsychINFO, PsychARTICLES, PsychBOOKS, The Allied and Complementary Medicine Database (AMED), British nursing index (BNI), Excerpt Medic Database (EMBASE), Health business Elite (HBE), Health management information Consortium (HMIC), Medline, PubMed, SPORTDiscus, Cumulative Index to Nursing and Allied Health Literature Plus (CINAHL), MLA Directory of periodicals, MLS international bibliography, Library, information science and technology abstracts. 
The search terms used to identify titles and abstracts were: 
''Quality of life'' OR wellbeing OR well-being OR ''well being'' OR ''unmet needs''  
AND 
Dementia OR Alzheimer* OR ''early stage dementia'' OR ''young onset dementia'' 
AND 
Perceiv* OR perception* OR opinion OR view


Based on the rationale for review and aims of the review specific limiters were applied to the databases, these were: 
· Diagnosis of dementia: Mild – Moderate in severity. Dementia classified as severe and other neurological conditions removed. 
· Types of participants: Inclusion of differing perspectives: carer, healthcare professionals and the person living with dementia. Nursing/care staffs perceptions (if in inpatient or residential setting)
· Living arrangement: Community setting only 
· Papers had to include a multi-dimensional construct of the term quality of life
· Published in English language. However, studies conducted in other countries but published in English was still included. 
· Cross sectional research only 
· Papers developing QoL measures were removed
· Evaluations of interventions 
Figure 1 below shows which databases had limiters applied and also, how 2595 articles were reduced to 13 articles which were eligible and included for review. 
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Figure 1: Flow chart of search strategy
Hand search: 15

Results
	Study details 
Thirteen papers met the inclusion criteria for the current review. The criteria that was used were as follows: Cross-sectional, either randomised/non randomised/with or without a control group; with PWD (any age), carers, HCP’s, mild- moderate severity of the dementia, any form of dementia, living in a community setting and has to have studied the concept of QoL. Other terminologies besides QoL i.e. wellbeing was originally included but due to the number of studies that suggested variations in the concepts, these terms were later excluded. The themes found across the thirteen papers were descriptively integrated, leading onto an evaluation of the strengths and limitations of the studies using a developed critical appraisal tool that was suitable for various methodologies (qualitative, quantitative and mixed methods). It was adapted from three different checklists [See appendix A]. The rationale for adapting a tool as opposed to using a variety of tools was so that all articles could be reviewed in a consistent way allowing for a total percentage score for each paper to be obtained in order to assess the quality of all equivalently.  
Study characteristics 
From the above thirteen articles selected for review, specific characteristics were noted during the review. The articles were published from 2005 to 2016 and had a total sample size of 3223; the participants’ were carers, healthcare professionals and patients and are displayed in table 1. Studies used the terms patient and PWD interchangeably. 
Table 1: Total sample size of all studies 
	
	Patients’
	Carers’ (paid and unpaid)
	HCPs’ (not carers’)

	
	1599
	1593
	25

	Total: 
	3223


The qualitative studies did not give ages or the mean age of the participants. Of the eleven mixed methods and quantitative studies, the mean age of the whole sample is highlighted in table 2. Only seven studies described the age range (Banerjee et al, 2005; Bosboom et al, 2012; Conde-Sala et al; 2010; Gitlin et al, 2014; Inoye et al, 2010; Katsuno, 2005; Moon et al, 2016) which was totalled as 51-97 years. The range suggests that most participants’ were over 65 years.     
Table 2: Mean age of eleven studies
	
	Patients’
	Carers’ (paid and unpaid)
	HCPs’ (not carers’)

	Mean age
	79
	63
	37 (one study)



Two of the thirteen studies used a qualitative methodology (Robertson, 2014; Robertson, 2015). These were by the same author and came from an unpublished thesis (Robertson, 2010). Both used narrative methodology and interviews as their methodological design. One study used a mixed methods design (Katsuno, 2005) which included QoL questionnaires and a semi-structured questionnaire which elicited narrative accounts that were transcribed and coded. The remaining ten studies used a quantitative methodology (Banerjee et al, 2005; Bosboom et al, 2012; Buckley 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Inoye et al, 2010; Moon et al, 2016; Tay, 2014) and were all case control studies, which included PWD and carers’ to look for predictors of QoL and also discrepancies and agreements between the differing perspectives. 
Seven studies were family relatives of PWD (Banerjee et al, 2005; Bosboom et al, 201; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Inoye et al, 2010; Moon et al, 2016; Tay, 2014) and two included paid and unpaid carers’ (Buckley 2012; Gomez-Gallego, et al, 2012). One study did not specify who the carers’ were but did state that 56% were spouses (Gitlin et al, 2014). 
Critical Appraisal
A summary of the studies reviewed, title and authors, aims and objectives, participants and methods, key findings, critique of the article, relevance of the study to current review is displayed in appendix A, including score obtained from the critique tool used, displayed in Appendix B. The quality of the studies that were reviewed is shown in table 3. The studies were looked at as a collective sample; they were critiqued and the findings were presented in themes derived on the perceptions of QoL.  
Table 3: Reliability assessment table  
	Study
(in order of date published)
	Clear aims and objectives
	Recruitment and sample size
	Reliable measurements used
	Appropriate analysis
	Clear Discussion and interpretation

	Katsuno, 2005
	+
	-
	-
	-
	-

	Banerjee et al, 2006
	+
	-
	+
	+
	-

	Conde-Sala et al 2009
	+
	+
	+
	+
	+

	Conde-Sala et al 2010
	+
	+
	+
	+
	+

	Inouye et al, 2010
	+
	-
	+
	-
	-

	Gomez-Gallego, et al, 2012
	+
	-
	+
	+
	+

	Buckley 2012 
	+
	-
	+
	+
	+

	Bosboom et al 2012
	+
	+
	+
	+
	+

	Tay et al 2014
	+
	+
	+
	+
	+

	Robertson’s 2014
	+
	-
	-
	+
	-

	Gitlin et al, 2014
	+
	-
	+
	+
	+

	Robertson’s 2015
	+
	-
	-
	+
	+

	Moon et al, 2016
	+
	-
	+
	+
	+



All of the studies scored 45% or more, suggesting they were moderate to high in quality, therefore have produced reliable results. The lowest scoring paper (Banerjee et al, 2005), lacked detail in its write up but this may have been due to the word count in the journal it was published in. 
Aims and Objectives. Each study clearly explained the aims and objectives which were focussed around QoL for people with early-stage dementia from either the person themselves and/or carers, HCP’s perspective. 
Recruitment and Sampling. Five of the ten quantitative studies were recruited through a memory clinic (Banerjee et al, 2005; Bosboom et al, 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Tay, 2014). Other sources of recruitment were: media advertisements in faith and aging organisations, local services that support PWD, day care centres and residential centres. Three studies recruitment methods were unknown (Buckley, 2012; Inouye et al, 2010; Moon et al, 2016). Two studies used purposive sampling (Robertson, 2014, 2015), one used non-probabilistic sampling (Inouye et al, 2010), with one study acknowledging the bias of recruiting in this way (Robertson, 2015). 
Across all the studies reviewed, the total number of PWD who participated was 1605. The total number of carers was 1593 and 25 HCP’s, although; two studies may have had HCP’s included in the carer group as ‘paid’ carers, but this was an assumption the reader has made. There were many types of carers’ included in the studies: paid, unpaid, family, spouses, adult child. The largest number recruited was 502 (Conde-Sala, 2010) and the smallest was one (Robertson, 2014). Together this is a large sample size, but most studies reported the sample size to be a limitation. It was difficult to ascertain if the sample sizes of the studies were sufficient because non-reported power analyses. However, one study did say what sample size was needed and did reach this number (Bosboom et al, 2012).
Out of all the studies, three were conducted in the United Kingdom (Robertson 2014; 2015), three were European (Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gomez-Gallego, et al, 2012) and seven were conducted outside of the EU, Australia (Bosboom et al, 2012), Singapore (Tay, 2014; Moon et al, 2016), USA (Buckley 2012; Gitlin et al, 2014; Katsuno, 2005) and Brazil (Inoye et al, 2010). This suggests there is a wide variety of cultural experiences within the whole sample. However, the generalisability of the findings is hard to discern because of the differences in the conceptualisation of QoL for PWD, the different kinds of support that is provided in those countries for PWD and attitudes and beliefs about dementia. 
All studies were cross sectional, but four were part of a larger study (Buckley 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Katsuno, 2005). All studies included participants’ who had mild to moderate dementia. The severity of the dementia was assessed using a number of tools: Clinical Dementia Rating (Morris, 1997), Global Deterioration Scale (Reisberg, Ferris, de-leon & Crook, 1982), National Institute of Neurological and Communicative Disorders and Stroke and the Alzheimer's Disease and Related Disorders Association (McKhann et al, 1984). The type of dementia wasn’t specified in most studies and where it was mentioned, it was Alzheimer’s disease.      
Data collection and analysis
Quantitative data collection and analysis 
Eleven studies used questionnaires to measure QoL. Each questionnaire has distinct characteristics and it is hard to compare the findings across the studies in order to derive generalizable conclusions for example, Health related Quality of Life should not be used interchangeably with Quality of Life (Missotten, Dupuis & Adam, 2016). Eight studies used the Quality of life-Alzheimer’s disease’ scale [QoL-AD] (Bosboom et al, 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Inoye et al, 2010; Moon et al, 2016; Tay, 2014). One study used the Dementia Quality of life [DEM-QOL] (Banerjee et al, 2005) and one used generic QoL instrument’s these being, Quality of Life Index [QLI] (Ferrans & Powers, 1985) and Single Item Quality of Life Scale (SIQLS), alongside a semi-structured questionnaire (Katsuno, 2005). Katsuno (2005) did not state how many participants’ completed either or both the QLI and SIQLS. One study used a global subjective measure asking participants’ to rate their QoL on a scale of excellent to poor (Buckley 2012), this appeared very adaptive for PWD’s abilities, being short and easy to administer. 
The most used questionnaire QoL-AD, is a reliable and valid tool used for measuring PWD’s QoL (Londson et al, 1999; 2002). It is separated into thirteen categories: physical health, energy, mood, living situation, memory, family, marriage, friends, self as a whole, chores, and finally, fun (Logsdon, Gibbons, McCurry, & Teri, 1999; Logsdon, Gibbons, McCurry, & Teri, 2002). The wide use of this questionnaire allowed for generalizability of its use across different countries, memory clinics and with different samples i.e. carer’s, patient’s and HCP’s. However, these QoL measures can sometimes lack personal experiences and are vague (Buckley et al 2012). QoL questionnaire designed studies can assume improvement over time (Missotten et al, 2016), the QoL-AD was regarded as clinically robust and suited to many theories of QoL for PWD (Missotten et al, 2016). However, human functioning and adaptation should be the focus of QoL for PWD and not the specific domains seen in many of the questionnaire tools used (Missotten et al, 2016).  
Predictor variables 
Other predictor variables that were often measured by questionnaires in the reviewed studies were: cognitive abilities, neuropsychiatric symptoms, functional autonomy, home environment, clinical information and carer information. The Mini Mental State Examination [MMSE] developed by Folstein, Folstein & McHugh (1975) was the main measurement tool used to assess cognitive abilities (Banerjee et al, 2005; Bosboom et al, 2012; Buckley 2012;  Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Katsuno, 2005; Tay, 2014), with most studies using a cut-off point of ≥10, to determine whether a person had the cognitive capacity to participate. Other measures used were the Cambridge Mental Disorder of the Elderly Examination (Roth et al, 1986), Informant Questionnaire on Cognitive Decline in the Elderly and the Guidelines for Rating Awareness Deficits (Bosboom et al, 2012). These are appropriate ways to measure cognition but some are used to directly assess cognition with the person and some are interviews conducted with the carer’s and HCP’s, both gathering different perspectives. 
Neuropsychiatric symptoms of dementia include depression, anxiety, delusions, hallucinations, agitation and aggression, apathy, irritability and disinhibition and were measured in eight studies using the Neuropsychiatric Inventory [NPI] (Banerjee et al, 2005; Bosboom et al, 2012; Buckley 2012;  Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Katsuno, 2005; Tay, 2014) showing good reliability and validity. This is a scale that measures the severity and distress of these symptoms (Cummings et al, 1994), which could in turn predict QoL. Other measures used were specific to mood and depression. These were, the Hospital and Anxiety Depression Scale (Zigmond & Snaith, 1983), Cornell scale for depression (Alexopoulos, Abrams, Young & Shamoian, 1988), Geriatric depression scale (Yesavage, Brin, Rose & Lunn, 1983).  
Functional autonomy is a motive/drive to complete a task (Allport, 1937) and was measured by many different questionnaires which were; the Anosognosia Questionnaire (Migliorelli et al, 1995), Katz’s ADL (Katz, 1983), Instrumental Assessment of Activities of Daily Living, (Vittengl, White, McGovern & Morton, 2006), Barthel index (Mahoney & Barthel, 1965), Bristol’s AD (Bucks, Ashworth, Wilcock & Siegfried, 1996), Functional Activities Questionnaire (Pfeffer, Kurosaki, Harrah, Chance & Filos, 1982), Disability Assessment for Dementia (Gelinas, Gauthier, McIntyre & Gauthier, 1999), Time up and Go (Podsiadlo & Richardson, 1991). This is an extensive list of varying measures of ADL. However, most are included on the Dementia Outcomes Measurement Suite (2017), suggesting they are all valid and reliable measures for the use with PWD.    
Clinical information collected were sleep, pain, alcohol use and other medical conditions using the following questionnaires, a visual analogue scale for pain (Gitlin et al, 2014), General Medical Health Rating [GMHR] (Lyketsos et al, 1999), Short form-12 health survey (Ware, Krosinski & Keller, 1996) and the Pittsburgh sleep quality index (Buysse et al, 1989). The GMHR is a clinician rated tool and therefore, is not the perspective of the PWD, consequently a potential confounding variable. 
Another common variable was the collection of carer information in relation to burden and stress which were measured using the General Health Questionnaire [GHQ] (Goldberg & Williams 1988), Zarit Burden Interview (Zarit, Reever & Bach-Peterson, 1980), Dementia Management Scale (Hinrichsen & Niederehe, 1994), Conflict Tactics Scale (Straus, 1979), Dyadic Relationship Strain Scale (Poulshock & Deimling, 1984), Centre for Epidemiological Scale (Radloff, 1977), Positive endorsement of caregiving (Tarlow, Wisniewski, Belle, et al, 2004). These also varied somewhat in what they were measuring for example the GHQ looks at the health of the carer whereas the Zarit Burden looks at the carer stress burden, suggesting slight different things being measured, although both are valid and reliable measures. Finally, the relationship to patient was measured but not by questionnaire. 
Other things measured were home environment, which included home hazards and unmet needs but this was found to not be associated with QoL (Gitlin et al, 2014). They used a valid and reliable tool ‘Environmental assessment protocol’ (Gitlin et al, 2002) therefore; these results can be interpreted as accurate findings. Moon et al (2016) looked at decision making using the Decision Making Involvement scale (Menne, Tucke, Whitlatch & Feinberg, 2008). Decision making was found to be predictive of QoL discrepancy between carer and PWD using a regression analysis to confirm these findings. This seemed an appropriate statistical method to be used. Finally, the system belief inventory was included in one study (Katsuno, 2005) but there was no explanation as to why this questionnaire was given to participants or how it would be used and it was not discussed in the analysis or findings. 
Socio demographic variables
Many socio demographics were collected throughout all quantitative and mixed-method studies. These were age, gender, education, ethnicity, employment, country of birth, living arrangements, age of onset, hobbies, carers’ income, and religious practice. Some were used as variables in the regression analyses and some were used to describe the participant samples’. The variables’ included in the multivariate analyses following the initial univariate analyses were: living arrangement (Bosboom et al, 2012; Conde-Sala et al; 2010), PWD’s age, (Banerjee et al, 2005), age of onset (Buckley 2012), gender (Buckley 2012; Conde-Sala et al 2009; Gomez-Gallego, et al, 2012; Tay, 2014), education (Buckley 2012; Tay et al 2014) and marital status, (Conde-Sala et al 2010; Gomez-Gallego, et al, 2012). 
From the variables collected the most variance between the studies was functional autonomy and caregiver variables. The findings in these two areas will be explored shortly, in relation to whether this variance may have contributed to any of the findings in these areas of the studies. 
Confounding variables acknowledged were PWD’s awareness of their deficits (Tay et al, 2014); impact of the carers’ functional impairments (Moon et al, 2016) and the PWD’s social network and functioning (Banerjee et al, 2006) all were acknowledged in the discussion sections of the studies. Three studies thought about confounding variables’ in the design of the study (Bosboom et al, 2012; Buckley et al, 2012; Gitlin et al, 2014). Overall, there was limited consideration of the potential confounding variables. Some of the measures were clinician rated i.e. GMHR, therefore this could have been a confounding variable because the measures were not from the perspective of the PWD but were entered into the regression models as self-ratings.   
Reported values. The amount of detail on values that were reported varied across the studies but on the whole was well reported. Eight used correlations such as Pearson’s r and/or Spearman’s r (Banerjee et al, 2005; Bosboom et al, 2012; Buckley 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Katsuno, 2005; Moon et al, 2016). Of these eight, three reported the correlation coefficients (r), seven reported significance (p) values for their results. Many focussed on reporting the multivariate analyses results, providing standard beta coefficient’s (b) and the percentage of variance within the models (Banejee et al, 2006; Bosboom et al, 2012; Gitlin et al, 2014; Gomez-Gallego et al, 2012). Other studies reported (b) and p values but no percentage of variance.
Nine of the eleven studies used regression analyses as the multivariate analysis to look for predictors of QoL for PWD from varying perspectives (Banerjee et al, 2005; Bosboom et al, 2012; Buckley 2012; Conde-Sala et al; 2009; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Moon et al, 2016; Tay, 2014).These studies cannot make causal inference, meaning that none of the predictors included in the analyses can be assumed to be a cause of lowering or increasing QoL. Positively, all nine of the quantitative studies stated this in their discussion.  
The comparison of groups and level of agreement between carers’/HCPs’ and PWD was explored using t-tests in four studies (Bosboom et al, 2012; Gitlin et al, 2014; Inouye et al, 2010; Moon et al, 2016) and reported t values and p values. One study also used a Multivariate Analysis Of Variance to look at three perceptions of QoL for PWD, including potential independent variables (Gomez-Gallego, et al, 2012) and reported F value showing significant differences between patients’ and carers’ QoL scores on gender, and interpersonal relationship. 
Qualitative data analysis and data collection. For the qualitative studies, data collection, the types of analysis used, rigor and reflexivity were all reviewed. Both qualitative studies used a narrative analysis. They came from the same unpublished PhD (Robertson, 2010) and both used interview techniques. This approach was able to provide a deep and rich understanding of QoL, and deemed an effective approach to use for people who have cognitive and communication impairments because it allows the person to engage in an ordinary everyday conversation (Robertson, 2014). However, it is a long process and not generalizable to other contexts. One study was a case study (Robertson, 2014) and one had a sample of ten carers (Robertson, 2015). Neither of the studies stated how they selected the participants’. Both studies acknowledged the limitations of having such small sample size but did recognise the positives of the approach. 
Rigor, trustworthiness and triangulation were not discussed in one study (Robertson, 2014). In the other study, the author commented on the limited diversity of the area where recruitment took place. Nevertheless, both studies utilised supervision to ensure rigorousness in the process of analysis (Roberston, 2014; 2015). The author’s reflective stance was mentioned at the beginning of one study, which highlighted the position that the researcher was coming from (Robertson, 2014) but the other study only briefly mentioned the place and sample of the study as potential bias and its impacts on the study (Robertson, 2015). This was brief and not revisited in the discussion in relation to the impact on the results. Reflexivity is important in research to understand what impact the researcher has had on the study, both studies lacked in this area, but the full PhD did discuss this (Robertson, 2010). 
Ethical Considerations 
Nine studies mentioned that ethical approval was obtained from either university or local ethics committees (Robertson, 2014; 2015; Banerjee et al, 2005; Bosboom et al, 2012; Conde-Sala et al; 2009; Gomez-Gallego, et al, 2012; Inoye et al, 2010; Katsuno, 2005; Tay, 2014). Pseudo names were used in the qualitative research (Robertson, 2014; 2015). Most studies in some form acknowledged cognitive impairment, communication difficulties and/or fatigue management as part of the ethical considerations. Participants’ needs were considered in most studies i.e. separating the completion of the study into two or more sections/interviews over more than one time point if required (Katsuno, 2005; Robertson, 2014; 2015). 
Results.  Eleven studies displayed the results clearly (Banerjee et al, 2006 Bosboom et al 2012; Buckley et al, 2012; Conde Sala, 2009; Conde Sala et al, 2010; Gitlin et al, 2014; Gomez-Gallego et al, 2012; Moon et al, 2016; Robertson 2014; 2015; Tay et al, 2014). One study displayed the results moderately well (Katsuno, 2005), but these results were limited to being descriptive. One study was translated into English which created errors in the communication of the results (Inouye et al, 2010); this study only reported two perceptions of QoL, although three versions of QoL were collected. 
Clinical Purpose. The clinical purpose of results and/or further use of findings were mentioned in all studies reviewed. Four of the eleven quantitative/mixed method studies discussed the generalizability of the results (Buckley et al, 2012; Gitlin et al, 2014; Katsuno, 2005; Tay et al, 2014). Supporting carers with stress and burden (Conde-Sala et al, 2009) but also getting both carer and the PWD’s perspectives will help gather mutual understandings of patient’s needs (Moon et al, 2016) on a deeper level (Bosboom et al, 2012; Gomez-Gallego et al, 2012; Tay et al, 2014). 
Nine studies have linked their findings to previous research (Bosboom et al, 2012; Buckley et al, 2012; Conde-Sala et al, 2009; Conde-Sala et al, 2009; Gitlin et al, 2014; Gomez-Gallego et al, 2012; Inouye et al, 2010; Moon et al, 2016; Tay et al, 2014). One study also explained that part of the results did not link to previous research i.e. depression was not a significant predictor of QoL (Moon et al, 2016). Bias was acknowledged in the studies specifically, carer burden/relationship strain affects carer’s QoL ratings (Gomez et al, 2012; Moon et al 2016). Specific forms of dementia may have differing perspectives on QoL, however this is unknown (Baptisa et al, 2016) and the forms of dementia is very rarely specified in any of the current studies reviewed. The findings of the studies will now be discussed.
Factors influencing QoL from differing perspectives 
Agreement and discrepancies in each of these areas will be discussed under three broad areas that were found across the findings of all thirteen studies: biological, psychological and social factors. These are factors that influence QoL of PWD from differing perspectives. These factors were identified by exploring the findings from the studies. 
Biological Factors
The medications including anti-depressants, anti-psychotics or anti-dementia agents can have an influence on PWD’s QoL. One study found that taking anti-depressants was linked to lower QoL for PWD from the HCP and carers’ perspectives’ (Gomez-Gallego et al, 2012). Bosboom et al, (2012) concluded that anti-dementia agents are directly associated with QoL. Another form of medication found to be associated with lower QoL is neuroleptics (anti-psychotics) from the HCP’s perspective (Gomez-Gallego, et al, 2012). The number of medications that a person takes was associated with QoL scores from carer perspectives’ (Bosboom et al, 2012) but this was an under researched area in the reviewed studies.
The more health conditions a PWD has, the more influence this has on QoL scores from the perspective of the PWD (Buckley et al, 2012; Gitlin et al, 2014). Finally, age was a contributing factor, finding that the younger the person is, the lower the QoL score was from multiple perspectives (Banerjee et al, 2006), but also, the carers’ age influenced the carers’ perspective of what they think the PWD’s viewpoint was on their own QoL (Bosboom et al, 2012). Overall, most of the studies used a sample where the mean age was fairly high, meaning that people who are diagnosed with dementia in their earlier years are not well represented in these studies. 
The final biological factor was cognition which was found to be negatively associated with QoL from the carers’ perspective (Bosboom et al, 2012) and was a main difference noted between carer and patient perspectives (Bosboom et al, 2012; Inouye et al, 2010), suggesting that cognition could mediate people’s perspective on QoL. It also may imply that patients’ tended to cover up their memory problems (Katsuno, 2005) which may have unconsciously influenced the absence or inclusion of the discussion around cognition, dementia and QoL. Conversely, most studies concluded that cognition did not influence QoL (Banerjee et al, 2005; Conde-Sala et al 2009; Gitlin et al, 2014; Tay et al, 2014) from both carer and patient perspectives’. Alongside cognition, making a decision involves a certain level of cognitive capacity. Moon et al (2016) concluded that decision making incongruence predicted lower QoL from the patient’s perspective, suggesting that this is also a contributing factor to PWD’s QoL. 
Functional autonomy is being able to live as independently as possible and maintain abilities to uphold QoL. This was alluded to in the theme of ‘keeping on going’ (Robertson, 2014). The higher the person’s functional autonomy, the more positive the association this had with QoL from both carer and patient perspectives’ (Conde-Sala et al 2009). Although, carers’ who were an ‘adult child’ scored functional autonomy higher in relation to QoL than spouses who scored this area much lower (Conde-Sala et al 2010), suggesting a difference in perspective of the positive influence of functional autonomy on QoL. Higher discrepancies between carer and patient were associated with the functional impairment of the PWD (Moon et al, 2016). Eroding identity is when a person’s identity is fading and this can be due to many changes in biological, psychological and social factors which in turn can influence QoL, functional autonomy can be part of this loss of identity and abilities. Robertson (2015) concluded that when the loss of skills and abilities was the dialogue used by carers’ this provided a more positive perspective of QoL for PWD as opposed to carers implying to the ‘eroding identity’ process in general which led to the perceptions of lower QoL for the patient. 
Psychological Factors
Psychological factors associated with QoL for PWD was acknowledged in all studies reviewed. Specifically, mood and anxiety were identified across the studies but with varying explanations of its influence on QoL. For some people, mood was a strong influencing factor of QoL, (Bosboom et al, 2012; Gomez-Gallego, et al, 2012; Conde-Sala et al 2009; Conde-Sala et al 2010; Tay et al 2014), from both carer and patient perspectives’. This can be influenced by social factors identified such as isolation and social restrictions. A sense of worth was highlighted in Robertson’s (2014) study as an important consideration of its influence on QoL, this was when the person reflected back on their past and wanted to maintain some stability, but also when thinking about the future and keeping on going. 
Anxiety and stress are psychological factors found to have negative associations on QoL from carer perspectives’ (Bosboom et al, 2012; Conde-Sala, 2010). From the patient perspectives’, Katsuno (2005) concluded that the word ‘Alzheimer’s disease’ created both fear and devaluation.
Lower QoL scores were associated with neuropsychiatric symptomologies, specifically, a higher frequency of behaviours (Banerjee et al, 2006; Gitlin et al, 2014) and psychological disturbance (Banerjee et al, 2006). These behaviours and psychological difficulties included; 1) anger and frustrations at how PWD feel they are treated (Katsuno, 2005) 2) agitation (Conde-Sala et al 2009), irritability, (Gomez-Gallego, et al, 2012) and apathy (Conde-Sala et al 2010; Gomez-Gallego, et al, 2012), which also was linked to caregiver burden (Gomez-Gallego, et al, 2012) and in turn influenced QoL. Lower QoL staff ratings were influenced by the patients’ psychotic symptoms such as delusions (Gomez-Gallego, et al, 2012). The discrepancy between QoL scores of the carer and patient was predicted by the severity of neuropsychiatric symptoms (Tay et al, 2014), suggesting the importance of such symptoms in understanding care staff perceptions’ of QoL for PWD. 
Social Factors
Social factors of QoL were the final factor which included education, environmental factors, relationships and social roles and identities. The patients’ education level predicted a discrepancy in carer and patient scores of QoL (Tay et al, 2014). 
Family support, family roles and friendships play a crucial part in supporting QoL for PWD so that they have social status within the family and stay engaged in family situations (Robertson, 2014). Conversely, the loss of friendships can reduce QoL (Katsuno, 2005). Happiness came from seeing other family member’s happiness which in turn improved the patient’s happiness (Katsuno, 2005). This is linked to the psychological factors mentioned above and highlights the intertwined factors when understanding what good QoL is for a PWD, regardless of perspective.  
The relationship that the patient has to the carer can influence QoL. Patients’ and their carers’ both reported ‘lower QoL’ when they were both married to each other or if patients were cared for by their adult children (Gomez-Gallego, et al, 2012). Though, if the carer was the wife of the PWD then they had a better perception of QoL than if the carer was a daughter of the person with dementia (Conde-Sala et al 2010). The relationship strains were reported more highly by the caregiver than the patient (Moon et al, 2016). Additionally, caregiver distress was associated with ‘lower QoL’ for the PWD (Conde-Sala et al 2009; Gomez-Gallego, et al, 2012) and negative perceptions of QoL was associated with higher carer burden (Conde-Sala et al, 2009). Furthermore, Banerjee et al, (2006) highlighted that the carers mental health can be associated with QoL scores, suggesting a link between caregiver burden, relationships and QoL.
Another important social factor is the living arrangement and home environment, Bosboom et al (2012) found that if the patient was living with their carer, then the carer’s perspective of QoL was negatively associated with the patient’s perspective of their QoL. This is supported by Tay et al (2014) who suggested that being cared for by a relative led to ‘lower QoL’ scores. Conversely, Conde-Sala et al (2009) found that if the carer lived with them then they tended to report QoL more positively. The home environment was only acknowledged in one study and highlighted that unmet environmental needs were associated with PWD’s QoL (Gitlin et al, 2014).
Finally, the stigma in society about dementia diagnosis and social inclusion of PWD can impact on QoL (Robertson, 2015) because the person feels at times as though they are non-existent (Katsuno, 2005). 
Differing perspectives on QoL
It is clear that there are different positions on PWD’s QoL. Patients’ tended to rate their QoL higher than the carers’ perception of QoL (Bosboom et al, 2012; Buckley et al, 2012; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Inoye et al, 2010; Moon et al, 2016; Tay, 2014), carers’ tended to focus on neuropsychiatric symptoms and these were sometimes linked to carer burden. PWD focussed on the loss of friendship, relationships with carers, mood, stigma and other health conditions. HCP’s focussed mainly on the number and type of medications taken by the PWD. Their scores were also influenced by the patient’s delusions. Table 4 shows a summary of the factors considered by the differing perspectives from the studies reviewed. 
Table 4: Summary of factors from different perspectives
	
	People with dementia
	Carer
	Healthcare Professional

	Number of medications being taken 
	X
	X
	X

	Co morbid health conditions
	X
	X
	

	Age 
	X
	X
	

	Cognition 
	
	X
	

	Anxiety 
	X
	X
	

	Mood 
	X
	X
	

	Delusions
	
	
	X

	Relationships 
	X
	X
	

	Living arrangement 
	X
	X
	

	Home environment 
	X
	
	

	Stigma 
	X
	
	

	Caregiver Burden / stress
	
	X
	



The studies showed that there are important indicators of QoL for PWD. These factors cover social and psychological as well as biological factors. Therefore, the condition of dementia is not the only indicator of QoL, regardless of which perspective it comes from. 
Discussion 
Revisit research question 
The aim of this review was to explore what is known about QoL of PWD from differing perspectives. The review has outlined many factors affecting QoL of PWD and the findings suggest that there are different perspectives which have similar and different focuses on what is important for ‘good QoL’. 
The home environment and its contribution to QoL is interesting. Only one study directly explored unmet needs in the home environment and the association with QoL (Gitlin et al, 2014). Other studies focussed on the living arrangements by exploring who lives in the home, which also suggested associations with QoL. However, these studies had small sample sizes and used regression analyses, which cannot assume causality. In order to improve QoL for PWD, further exploration of the home environment and living arrangements may lead to a wider understanding of its impact on QoL.  
The literature highlights that carers’ and PWD both acknowledge similar factors that influence QoL, but the difference lies in a few. Carer burden influenced perceptions of PWD’s QoL but this was not acknowledged by the patient. PWD found stigma and devaluation an important factor which was not acknowledged by carers. Often carers and staff are relied upon to rate a PWD’s QoL, but this literature review has highlighted differences in these perspectives which care teams and care providers need to be aware of in order to ensure they are meeting the needs of the PWD.
Limitations 
The sample size of individual studies was an overall weakness, inconsistencies in recruitment and specific viewpoints (young people with dementia, HCP) were under represented.  Inter-rater reliability of the quality of the studies reviewed would have increased the reliability of the review. However, due to lack of resources and time constraints this was not completed and a limitation of the current review. 
The measurements used to capture QoL varied and could miss the detail of experience for example, qualitative studies reviewed provided detail of stigma and self-identity that was not captured in quantitative designed studies that were reviewed. As dementia progresses, the ability to complete questionnaires can be cognitively, physically and commutatively tasking, therefore the exploration of a clinical tool that can gather PWD’s perspective on QoL across the course of the condition may be clinically useful. 
There is inconsistency in the terminology used (Baptista et al, 2016), and only studies using the term QoL have been captured. Literature including other similar terms such as wellbeing were filtered out as limiters were applied. Cultural diversity was not explored in this review. Although the results were across seven countries, QoL varies according to various factors such as current socio-economic status within countries.  
Clinical implications 
This review emphasises the importance of reviewing and continuing to improve services for dementia care. Educating families and staff who work with PWD in community settings will help to reduce the stigma associated with the syndrome. The education should focus on the community setting and how best to support a PWD in the early stages, equipping them with skills to manage the biological and psychological factors which have been found to be associated with reducing QoL for the PWD. This in turn will enhance their mood and cognition which are specific difficulties for this client group. 
Gathering other multiple perspective’s on QoL for the PWD is helpful to highlight discrepancies, in turn allowing a richer holistic understanding of individualised difficulties occurring (Bosboom et al, 2012; Gomez-Gallego et al, 2012; Tay et al, 2014), thus signposting to the most appropriate service for support for both the carer and the PWD.  
A proposed methodological approach for future research would be Q-methodology, which allows for the difference in perspectives to be studied. Q-methodology looks at the study of subjectivity, meaning that behaviour activity creates a person’s viewpoint (Watts & Stenner, 2012). It is inclusive of all viewpoints specific to something, which allows multiple perspectives in different contexts, and from a subjective viewpoint to be explored. A secondary benefit to the suggested methodology would be to explore if Q-methodology is an appropriate clinical tool to be used with PWD as a way of exploring their QoL. 


Future direction  
Continued exploration of the differing perspectives
As Droes et al, (2006) points out further research on the differing perspectives of QoL for PWD is needed so that policy makers and researchers can be aware of difference and similarities to be able to think about the clinical care offered to PWD. The lack of inclusion of young people diagnosed with dementia in this review highlighted the need for further research to be inclusive of these perspectives to explore further any variations in the perspectives of QoL. At present, services are using different infrastructures to care for people with early onset dementia. Some services have one ‘ageless pathway’ others have specific ‘early onset pathways’ recognising the difference in needs. Further understanding of these differences between people who develop dementia in earlier or later years will guide the development of future services from an evidence-based approach. HCP’s in community settings often support PWD to manage biological, psychological and social needs and so their viewpoint helps to further clinically understand the persons QoL. These staff may be indirectly involved in setting up care pathways and services.
Conclusion
This review of the literature has specifically focused on the concept of QoL for PWD from multiple perspectives and inclusive of all ages. The findings have shown that there are many biological, psychological and social factors that influence QoL and all are valued and viewed differently by the proxy and subjective views captured in the studies. It has identified that younger people with dementia and HCP’s working in the community are not often included. The objective measure of QoL seems to be the favoured methodological approach. Most of the tools had specific conceptual QoL domains used and only three studies used open-ended questions and methods to explore QoL. It still remains unclear as to whether the tools reflect the differing perspectives of the PWD (O’Rourke, Fraser & Duggleby, 2015).
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Appendices
Appendix A: Critique tool- Adapted
Checklist for Qualitative, Quantitative and mixed method designs
Adapted from Strengthening the Reporting of Observational studies in Epidemiology [STROBE] checklist, Critical Appraisal Skills Programme [CASP’s] (Cohort and qualitative) and Mixed Methods Appraisal Tool [MATT] (Pluye et al, 2011)
	Criteria
	Yes 
	No 
	Can’t tell
	Comments 

	Screening Questions

	1. Are there clear qualitative and quantitative research questions (or objectives), or a clear mixed methods question (or objective)?

	
	
	
	

	2. Does the collected data address the research question (objective)? For qualitative studies is the methodology appropriate? 

	
	
	
	

	Further appraisal may be not feasible or appropriate when the answer is ‘No’ or ‘Can’t tell’ to one or both screening questions.

	Criteria
	Yes
	No 
	Cant Tell
	Comments

	3. Title and abstract 
Does the paper indicate the study’s design with a commonly used term in the title or the abstract? Is there an abstract provided with an informative and balanced summary of what was done and what was found.
	
	
	
	

	4. Introduction - Does the intro explain the scientific background and rationale for the investigation being reported?
	
	
	
	

	5. Objectives: Did the study address a clearly focussed issue?
For quantitative: State specific objectives, including any pre specified hypotheses
For qualitative: Are the sources of qualitative data (archives, documents, informants, observations) relevant to address the research question (objective)?
For mixed methods: Is the mixed methods research design relevant to address the qualitative and quantitative research questions (or objectives), or the qualitative and quantitative aspects of the mixed methods question (or objective)? 
	
	
	
	

	6. Study design 
Present key elements of study design early in the paper
For quantitative (2 points): 
Statistical Methods
(a) Describe all statistical methods, including those used to control for confounding factors. Has the confounding factors been acknowledged in the design / analysis
(b) Describe any methods used to examine subgroups and interactions
(c) Explain how missing data were addressed
· Case-control study—If applicable, explain how matching of cases and controls was addressed i.e. dyad. 
· Cross-sectional study—If applicable, describe analytical methods taking account of sampling strategy
Variables: 
Describe the variable and explain how quantitative variables were handled in the analyses. If applicable, describe which groupings were chosen and why. Clearly define all outcomes, exposures, predictors, potential confounders, and effect modifiers. Give diagnostic criteria, if applicable
For qualitative: Is the process for analyzing qualitative data relevant to address the research question (objective)?
For mixed methods: Has to answer one or both of the above
	
	
	
	

	7. Setting 
Describe the setting, locations, and relevant dates, including periods of recruitment, exposure. 

	
	
	
	

	8. Data Collection 
For quantitative: Was the procedure reported? Describe how the data was collected.
For qualitative (2 marks) Was data collected in a way that addresses the research question? Was he researchers assumptions stated?
For mixed methods: answer the above
	
	
	
	

	9. Study Size
Explain how the study size was arrived at? E.g. has the power of the study been reported? 


	
	
	
	

	10. Participants 
For quantitative: (a)Report numbers of individuals at each stage of study—e.g. numbers potentially eligible, examined for eligibility, confirmed eligible, included in the study, completing follow-up, and analysed (b) Give reasons for non-participation at each stage (c) Consider use of a flow diagram.
For qualitative: NA
For mixed methods: answer the above

	
	
	
	

	11. Recruitment 
For quantitative: What was the chosen sampling method? Are participants recruited in a way that minimizes selection bias?
Give the rationale for the choice of cases and controls
For qualitative: Was the recruitment strategy appropriate to the aims of the research? i.e. selection of participants.  
For mixed methods: answer one or both of the above.

	
	
	
	

	12. Data sources and measurements 
For quantitative: For each variable of interest, give sources of data and details of methods of assessment (measurement). Describe comparability of assessment methods if there is more than one group. Are measurements appropriate (clear origin, or validity known, or standard instrument; and absence of contamination between groups when appropriate) regarding the exposure/intervention and outcomes?
For qualitative: NA
For mixed methods: answer the above

	
	
	
	

	13. Data Analysis: 
For quantitative: Have the statistical methods been explained? 
In the groups being compared (exposed vs.non-exposed; with intervention vs. without; cases vs. controls), are the participants comparable, or do researchers take into account (control for) the difference between these groups? I.e. the agreement/correlation between groups of carers and PWD. 
For qualitative: (2 marks) - Was the data sufficiently rigorous? In-depth description of analysis process. Was the process for transforming data into themes/codes described adequately?
For mixed methods: answer one or both of the above

	
	
	
	

	14. Key results 
Summarise key results with reference to study objectives. How precise are the results?
Do you believe the results?
For quantitative: Cohort study—Report numbers of outcome events or summary measures over time. Case-control study—Report numbers in each exposure category, or summary measures of  Exposure. Cross-sectional study—Report numbers of outcome events or summary measures.
Descriptive data: (a) Give characteristics of study participants (eg demographic, clinical, social) and information on exposures and potential confounders
(b) Indicate number of participants with missing data for each variable of interest
For qualitative: Is there a clear statement of findings?
For mixed methods: Is the integration of qualitative and quantitative data (or results*) relevant to address the research question (objective)?


	
	
	
	

	 15. Limitations
Discuss limitations of the study, taking into account sources of potential bias or imprecision.
Has confounding factors been identified?
For mixed methods (2 marks): Is appropriate consideration given to the limitations associated with this integration, e.g., the divergence of qualitative and quantitative data (or results*) in a triangulation design?
	
	
	
	

	16. Interpretation
Give a cautious overall interpretation of results considering objectives, multiplicity of analyses, results from similar studies, and other relevant evidence. Think about dropout rates?
For quantitative: Do the results fit with other evidence? Think about if there are complete outcome data (80% or above), and, when applicable, an acceptable response rate (60% or above), or an acceptable follow-up rate for cohort studies (depending on the duration of follow-up)? 
For qualitative: Is appropriate consideration given to how findings relate to the context, e.g., the setting, in which the data were collected? 
Think about setting, location, data collection and Data saturation.
For mixed methods: answer one or both of the above
	
	
	
	

	17. Generalisability 
For quantitative: Discuss the generalisability (external validity) of the study results?
Can the results be applied to the local population?
Do the results fit with other available evidence?
What are the implications of this study for practice?
For qualitative: (2 marks) -How valuable is the research? Trustworthiness? Was triangulation reported?
For mixed methods: answer one or both of the above
	
	
	
	

	18. Ethical Issues: Has ethical issues been taken into consideration?  Has approval been sought? Think about consent.


	
	
	
	

	19. Bias Describe any efforts to address potential sources of bias i.e. procedural bias, selection bias, response bias
For quantitative: Was the exposure accurately measured to minimise bias?
For qualitative: Is appropriate consideration given to how findings relate to researchers’ influence, e.g., through their interactions with participants? Think about formulation of questions, potential bias, sample recruitment and choice of location, How did the researcher respond to events during the study?
For mixed methods: answer one or both of the above
	
	
	
	

	Total score
Quantitative       /20
Qualitative        /20
Mixed methods        /20    
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Appendix B: Summary of the studies reviewed and quality score given.
	No, Title, Author, Date
	Aims
	Participants
	Method
	Key Findings
	Critique
	Relevance to current study
	Score 

	1. 
Finding meaning in everyday life with dementia: A case Study
Robertson, (2014)
	To understand how a person makes sense of their everyday life when living with dementia by exploring self and social identify in the present but relative to the past. 
	Single case study Female (80s)

Moderate dementia 

Living at home with support from daughter

	Qualitative 

Part of a larger research study

Unstructured interview

Narrative approach
	Maintaining social and self-identity are important factors.

Many social restrictions and isolation was found

Importance of capabilities being noted.

Being a valued member of family and the wider community 

Maintaining roles around work, caring and housekeeping.
	Small sample size

Limited explanation of recruitment

Thorough explanation of the design and analysis

Rich detail provided.
	Maintaining social status is an important aspect of QoL for PWD.

PWD can give rich and detailed accounts of their QoL. 

	90%

	2. 
Using carer biographical narratives to explore factors involved in proxy reporting of quality of life in PWD , Robertson, (2014)
	To understand how carers build meaning about QoL for PWD. 
	10 carers (family and care providers)

Purposive sampling 
	Qualitative 

Conducted over 9 months

Semi-structured interviews

Narrative approach: Peoples stories merged together
	Proxy perspectives are influenced by perceptions of how the dementia impacts a person’s view of self and their connections with the social world

Good QoL is when a PWD can actively engage in the social world. 

Carers who focus on loss of skills and abilities conclude that PWD have a reduced QoL and less so on the ’eroding identity’.
	Small sample size.

Clear description of analysis 

Rich text and details 

Clear explanation to how participants were selected.


Clear ethical considerations 

Researcher’s assumptions not stated.

Reference made to locality and impact on results.
	How a PWD interacts with the social world determines the carers view on QoL. 
	80%

	3. 
Dementia from the inside: how people with early stage dementia evaluate their QoL, Katsuno, (2005)
	Objectively and subjectively assess QoL for PWD and explore the impact of negative public attitudes.
	23 PWD

MMSE score ≥18.

Purposive sampling 

Mean age = 79 years
	Mixed Methods 

QLI and SIQLS
Semi-structured interview (25 questions)

Transcribed and coded. 

Correlation analysis between QLI and SIQLS.
	PWD experience stigma which impacts on QoL.

PWD experience of stigma, social exclusion and devaluation

Loss of friendship was a strong theme.  

Importance of maintaining good proximity to family. 

Family members support contributed to good QoL.
	Made good adaptations to suit the participants’ needs.

Good ethical considerations

No validity or reliability figures stated for the questionnaires used.

Triangulated data  

No explanation to how the data was coded.
	Family re importance for PWD’s QoL. 

Influences of Stigma and public attitudes on QoL for PWD.
	55%

	4. 
QoL in AD: different factors associated with complementary ratings by patients and family carers. Bosboom, Alfonso, Eaton & Almeida, (2012)
	To look at the agreement in QoL ratings between PWD.
 
To look at the factors associated with self and two carer perspectives of QoL

	80 family carers and 80 PWD

Recruited from memory clinics

MMSE ≥10.
Mean age of PWD is 78 years

Mean age of carers is 67 years  
	Quantitative 

QoL-AD

Regression analyses

Bland-Altman plots
	Good agreement between the PWD and carers QoL scores.


PWD rated their QoL higher than the carer’s perspective. 

Scores on both carer ratings was lower than the scores of the PWD

Anti-dementia drugs, depression and insight inversely correlated with PWD QoL scores. 

Cognitive abilities were positively associated and depression negatively associated in carers’ perspectives.
	Participant selection not stated.

Used a non-random sampling method.

Carers were tested on more than one occasion, therefore, potentially testing bias.
	Carers’ and PWD have similar, ‘good’ QoL ratings.

Specific factors seen to influence QoL.

	95%

	5. 
QoL in dementia: more than just cognition. An analysis of associations with QoL in dementia. Banerjee, Smith, Lamping, Harwood, Foley, Smith, Murray, Prince, Levin, Mann & Knapp, (2005)
	To study the relationship between specific measures and the appropriateness of specific proxy reports of QoL for PWD.
	101 PWD

99 family carers

Mean age of PWD was 79

MMSE ≥10


	Quantitative 

DEMQOL- and proxy version

Correlations and regression analyses

	Reduced QoL correlated with behavioural and psychological difficulties

Age of the PWD was associated with QoL.

Carers mental health was associated with reduced QoL. 

Carer age and cognition did not associated with QoL
	DEMQOL is a HrQoL measure not QoL

No specific details of the base where participants were recruited.

Due to tight word count, much information missing.

No procedure explained
	Predictors of ‘good’ QoL are: 
Behavioural psychological difficulties. Age is a contributing factor of QoL.


	45%

	6. 
Correlates of QoL for individuals with dementia living at home: The Role of Home environment, caregiver and patient-related characteristics, Gitlin, Hodgson, Piersol, Hess, Hauck, (2014)
	To study changeable risk factors and the associations with QoL.
	88 dyads (PWD and carers)

Recruited from media advertisements 

Mean age of PWD (82 years), carers (66 years) 

	Quantitative 

Regression analysis 

3 correlates of Qol:   
Environment, patient (falls, pain, sleep), carers 

QoL-AD

	Patients and carers had different factors that influenced QoL. 

Patients reported higher QoL than carers’ perceptions of the patients QoL. 

Health conditions and unmet needs were associated with QoL.
	Method for recruiting and sampling bias.

Clear explanation of measures

Controlled for confounding variables i.e. MMSE

Ethical issues not discussed. 
	Carer and patient perspectives on patients QoL differs. 

Environmental factors influence QoL.
	75%

	7. 
Predictors of QoL ratings for persons with dementia simultaneously reported by patients and their caregivers: the cache (Utah) study. Buckley, Fauth, Morrison, Tschanz, Rabins, Piercy, Norton, Lyketsos, (2012) 
	To study the comparison of proxy and self-reported QoL for PWD and to look at the discrepancies in reports and what they are associated with.
	246 dyads (carers and PWD)

Recruited from USA, a memory clinic study

PWD ≥65 years old. Mean age: PWD (86 years)

Convenience sampling 

	Quantitative 

Correlation and regression analyses 


	Both perspectives of PWD’s QoL moderately correlated. 

The severity of dementia was associated with the discrepancy.

Medical comorbidities were associated with PWD’s reports.

NPI was associated with proxy reports. 
	Procedure is present but not detailed because it is part of a larger study.

Clear variables and comments on reliability and validity of measures.

Acknowledged subjective experiences of QoL is different.

Ethnically and religious homogenous population

Dropout rates discussed.
	Different variables influence proxy and PWD ratings of PWD’s QoL
	75%

	8. 
Differential perceptions of QoL in community-dwelling persons with mild-to moderate dementia. Tay, Chua, Chan, Lim, Ang, Koh & Chong. (2014)
	To identify the predictors of discrepancies between carer and PWD’s reports.
 
To focus on what is different between higher and lower scores of perceived QoL
	165 PWD and carers 

Recruited from a memory clinic in Singapore.

Mean age:
PWD (77 years), Carers (58 years) 
	Quantitative 

QoL-AD

Relationship between carer and patient

Multiple regression analysis
	Poor agreement between PWD and carer but consistent across both scores. Carers rated QoL of PWD lower than the PWD’s rating.

PWD value their relationships with carers 

Cognitive performance was not associated with rating discrepancies.
	No hypotheses stated.

Good discussion of links to other research

Potential bias not discussed. 

How derived at sample size was not discussed. 

Difficult results too interpret.
	Depression and neuropsychiatric symptoms are associated with the discrepancy between patient and carer reported QoL.

	70%

	9. 
Determinants of QoL in AD: Perspectives of patients, informal caregivers and professional caregivers. Gomez-Gallego, Gomez-Amor & Gomez-Garcia, (2012) 
	To study the demographic and clinical predictors of QoL for PWD from 3 perspectives.
	102 dyads (carers and PWD)
25 professional carers 

Recruited from 8 day centres in Murcia.

Mean age of staff (37 years), carers (59 years), PWD (78 years)
	Quantitative 

Interactions and effects explored. 

MANOVA and regression analyses 

QoL-AD

	Mood influenced PWD reports of QoL.

Caregiver ratings were influenced by PWD’s irritability.

No differences between carers and staff in agreements 

PWD ratings correlated with staff and carers’

Strongest predictors were depression from all perspectives.

	Time period was not listed.

Stated p values.

Limitations of the QoL-AD were discussed. 

Lack of recruitment information stated.
	Depression is related to PWD’s QoL. 

Proxy rating differs from the PWD’s rating of QoL.
	85%

	10. 
Factors related to perceived QoL in patients with AD: the patient’s perceptions compared with that of caregivers. Conde-Sala, Garre-Olme, Turro-Garriga, Lopez-Pousa & Vilalta-Franch, (2009)
	Comparison of caregiver and PWD’s perceptions of QoL in PWD

To identify factors associated with carer and patients perceptions’ of PWD’s QoL
	236 dyads (PWD and caregivers) 

Recruited from memory clinics in Spain.

Mean age: carers (60 years), PWD (78 years)
	Quantitative 

Comparison study

QoL-AD

Wilcoxon tests. Correlation and regression analyses.


	Higher scores on the patients QoL ratings compared to the carers rating. 

NPI associated with negative perceptions of QoL in both samples

Greater functional autonomy was associated with higher QoL in both samples. 

Cognitive deterioration did not affect QoL scores

Burden and mental health was negatively associated with QoL in carers’

Some socio-demographics’ showed stronger associations with higher QoL scores. 
	No validity or reliability of questionnaires used was stated. 

Limited discussion of limitations

Strong focus on future research 

No conclusion. 

Good sample size

Clear detailed results and interpretation. 

Generalizability of results not discussed. No discussion of potential bias.  
	Spouse caregivers have a better perception of QoL in PWD than adult child carers.
	70%

	11. 
QoL of patients with AD: Differential perceptions between spouse and adult child caregivers. Conde-Sala, Garre-Olme, Turro-Garriga, Vilalta-Franch, & Lopez-Pousa (2010)
	To explore perceived QoL in adult child and spouse carers and the PWD, looking at different variables.

	251 dyads (Carers: spouses and adult child and PWD)

Recruited from memory clinics in Spain. 

Mean age of carers (60 years), PWD (78 years)
	Quantitative 

Comparison study. 

Questionnaires and interviews 

QoL-AD

Correlation and regression analyses 

	Perceptions of higher QoL in PWD are associated with greater functional autonomy.

Perceptions of lower QoL are associated with depression in the PWD and carers. 

Spouse caregivers have more positive perceptions than adult child caregivers.
	Clear description of the setting and time period of data collection. 

Limited discussion of limitations

Strong focus on future research.

No potential bias discussed. 

Good sample size

	Differing relationships to the PWD are associated with differing perceptions of QoL.
	75%

	12. 
QoL of elderly with AD: a comparatives study between the patients and the caregiver report. Inoye, Pedrazzani, Pavarini & Toyoda, (2010)
	Comparisons of patients and caregivers perceptions of QoL in PWD.
	106 dyads: (PWD and carers) 

Non-probabilistic sampling method of recruitment in Brazil.

Mean age of PWD (77), carers (64) 
	3 QoL-AD used: Patient QoL, Caregiver perception of PWD’s QoL, caregiver own QoL 

T-tests and non parametric tests used. 
	Higher consistency in scores between patients and carers views on QoL for PWD. 
	No reported detail on the findings from third QoL measure (Caregivers QoL)

Multiple t-tests used.

Translation of paper made reading parts of the study difficult.

Potential bias was not acknowledged.
	Differing perspectives on QoL for PWD.
		50%

	13. 
Predictors of discrepancy between care recipients with mild-moderate dementia and their caregivers on perceptions of the care recipients’ QoL. Moon, Townsend, Dilworth-Anderson & Whitlatch (2016)
	Discrepancies between caregiver and patient reports of QoL in PWD. 
	200 care dyads (PWD and carers)

Mean age of PWD (76 years), carer (64 years) 

	Quantitative 

Regression analyses 

QoL-AD

	Caregiver’s perceptions of QoL in PWD were lower than the PWD’s rating of QoL.

ADL’s were associated with higher discrepancies between carers and PWD’s scores.

Carers’ reported higher relationship strains than the reports of PWD. 
	No hypotheses stated

Missing data was explained

Procedure explained, but clear coding procedure for analysis was discussed.

No recruitment information.

Generalizability not discussed. 
	Relationship strains may impact on PWD’s QoL.

ADLs can influence carer and PWDs differing perspectives on QoL.
	60%


Activities of daily living (ADLs), Alzheimer’s disease (AD), Dementia QoL scale (DEMQOL), Multivariate analysis of variance (MANOVA), Mini mental state examination (MMSE), People with dementia (PWD), Quality of life (QoL), Quality of Life index (QLI), single item quality of life scale (SIQ)
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Abstract
Purpose: Quality of life (QoL) measures for people living with dementia (PWD) can often lack depth when assessing peoples’ needs. There is no consistent way of measuring what constitutes a good quality of life for each individual.
Methodology: Q-methodology was used to elicit the priorities in respect of QoL for people living with dementia and caring for PWD. These were then analysed and interpreted using Q-methodology.    
Findings: Intercorrelations between the sorts were conducted, followed by centroid analysis which showed three factors accounting for 45% of the variance. Analysis of the factors highlighted similarities and differences and three factors were identified: 1) Keeping control and getting support, 2) living comfortably, 3) finding cures/solutions and having company. 
Research implications: The sample largely consisted of healthcare professionals’ and the implications of this are discussed. 
Practical implications: The study shows that PWD can use Q-sort effectively and discusses what this will add to dementia care. The use of the Q-sort as a clinical tool across perspectives is discussed.
Social implications: There is a substantial use of QoL self-reports in dementia literature and this study offers an alternative. 
Originality: This study provides new insights into the use of Q-methodology with PWD. It discusses the similarities’ and difference in viewpoints of QoL for PWD and the importance of holistic viewpoints when creating individualised care for PWD. 
Keywords: Quality of life, dementia, community, perspectives, Q-methodology


Introduction
Dementia and QoL
In the United Kingdom (UK) there are 850,000 adults living with dementia (Alzheimer’s Research UK, 2018). With the general population living longer (World Health Statistics, 2014), neurological conditions such as dementia are becoming more prevalent and set to rise, predicting that 1,142,677 people will have the condition by 2025 (Alzheimer’s society, 2014). Dementia is a progressive syndrome affecting the brain leading to a loss of function and autonomy (Dementia UK, 2016; O’Reilly, Lavin & Coughlan, 2011). It presents as a set of symptoms including problems with thinking, mood, memory, behaviour and language (O’Reilly et al, 2011). Consequentially, as it progresses people can experience changes in cognition, personality, self-care, aggression, sleep problems and wandering (National Institute for Health and Clinical Excellence [NICE], 2006). 
Quality of life (QoL) is defined by the World Health Organisation (1995) as a person’s view of their position in life, in the context of their cultural and personal values, and in relation to the goals and expectations they have. For PWD, QoL can be reduced (Black & Rabin 2005), because of difficulties managing daily life activities, engaging in social activities and communicating (Logsdon, 2002). There are many other terminologies to describe QoL including wellbeing. For the purpose of this paper the term quality of life will be used and will reflect the individual’s perception of quality of life (Pinto, Fumincelli, Mazzo, Caldeira & Martins, 2017).
Underpinnings of quality of life
In the community, QoL for PWD has been captured using measurement tools such as the Quality of life-Alzheimer’s disease’ scale [QoL-AD] (Bosboom, Alfonso, Eaton, & Almeida, 2012; Conde-Sala, Garre-Olmo, Turro-Garriga, Lopez-Pousa, & Vilalta-Franch, 2009; Conde-Sala, Garre-Olmo, Turro-Garriga, Vilalta-Franch, & Lopez-Pousa, 2010; Gitlin, Hodgson, Piersol, Hess, & Hauck, 2014; Gomez-Gallego, Gomez- Amor, & Gomez-Garcia, 2012; Inouye, Pedrazzani, Pavarini, & Toyoda, 2010; Moon, Townsend, Dilworth-Anderson, & Whitlatch, 2016; Tay et al, 2014) and the Dementia Quality of life [DEM-QOL] (Banerjee et al, 2006). These cover the domains of QoL including physical health, mood, living situation, memory, family, self as a whole, chores, and finally, fun (Logsdon, Gibbons, McCurry, & Teri, 1999; Logsdon, Gibbons, McCurry, & Teri, 2002). These measures lack personal experiences, are vague (Buckley et al, 2012) and show measurement differences depending on who completes them (Moyle, Mcallister, Venturato, & Adams, 2007) i.e. staff, family or PWD. Systematic reviews found that the important factors of QoL were psychological, social, biological and spiritual (Bowden, 2018; Jing et al, 2016).
Context and quality of life  
Kitwood (1997b) identified six key areas, love, attachment, inclusion, comfort, identity and occupation, which were important in supporting PWD’s psychosocial needs. If specific activities of interest were highlighted as important in QoL, then inclusion in this activity could provide identity and comfort to a PWD and if QoL was seen as a subjective state, then insight would be gained into these key areas.
PWD often wish to remain at home for as long as they can (Dementia Care, 2015) but this can leave the person feeling lonely, unsafe and with inadequate support (Age UK, 2017; Dementia Care, 2015). In the UK the cost of dementia care (informal, social care and health care) is £26 billion (Lewis, Karlsberg-Schaffer, Sussex, O’Neill & Cockcroft, 2014). The average cost of care in the community setting, for each person living with mild symptoms of dementia is £26,000 per year and £43,000 per year for moderate symptoms (Prince et al, 2014). Accomplishing a balance between the costs of care and people’s wishes to live in the community is challenging. Nikmat, Hawthorne and Al-Mashoor (2015) found that PWD who lived at home, had higher QoL than PWD living in nursing homes and suggest families and healthcare providers are empowered to provide better home care. 


Perspectives of quality of life  
A number of studies have shown that PWD rate their QoL higher than their carers’ perception of their QoL (Bosboom et al, 2012; Buckley et al, 2012; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Inouye et al, 2010; Moon et al, 2016; Tay, 2014). Carers’ tended to focus on neuropsychiatric symptoms (agitation, anxiety, mood) as a means of measuring QoL and these were sometimes linked to carer burden (Banerjee et al, 2006; Tay et al, 2014). PWD focussed on the loss of friendship, relationships with carers’, mood, stigma and other health conditions (Katsuno, 2005; Robertson, 2014), whereas healthcare professionals’ focussed on neuroleptics and psychotic symptoms (Gomez-Gallego, et al, 2012). It is clear there are different positions on what constitutes as QoL for PWD. In order to provide quality care and improve a PWD’s QoL, all perspectives’ should be considered (Bowden, 2018).
Rationale for study 
Subjective measurements and the conceptualisation of QoL can be problematic (Hatton, 1998) and the current study aims to explore and clarify the concept further. Striking a balance between cure and care (Clarke et al 2018) is the focus of research dating back to Kitwood’s (1997a) work on personhood which focuses on the individuality of the PWD and moves away from a pure biomedical model. The number of PWD in the community is set to rise thus increasing the cost of care. In order to holistically understand the QoL for PWD, multiple perspectives are useful to explore further the variation and similarity in perspectives’. This will add knowledge on what is important for QoL for PWD from a shared understanding. This research will guide service, community and clinical developments by highlighting any gaps in understanding, training and clinical needs, evaluating the effective use of Q-sort with PWD.


Aims and objectives
The aims of the current study are to explore what underpins QoL for people living in the community with early stage dementia from differing perspectives. Secondly, the study aims to see whether the Q-sorts identify any common themes for QoL

The objectives are to find out what defines QoL for PWD. To use a Q-sort to explore individual values of PWD’s QoL for further exploration to whether there are similarities and difference in viewpoints. Finally, to guide further research and service pathways to support PWD, specifically to explore whether Q-methodology is clinically suitable for people living with early stage dementia to inform person-centred care.

Method
Approvals 
Ethical approval was obtained from the sponsor, Staffordshire University (Appendix A), and NHS North East Tyne and Wear South Research Ethics department (Appendix B). Approvals from the Health Research Authority [HRA] (Appendix C) and Research & Development was also sought. 
Q-methodology 
First proposed by Stephenson (1953), Q-methodology was developed as a means to explore people’s subjective experiences. Baker (2006) explained that Q-methodology is useful in exploring research that is keen to look at people’s values and beliefs about a particular topic, followed by a statistical examination, known as factor analysis, which bridges the gap between qualitative and quantitative research. A Q-sort is where a participant would sort items (Q-set) related to a topic on a subjective measurement (likert scale) for example, most important to unimportant (Watts & Stenner, 2012). Q-methodology has been used with various client populations; learning disabilities (Combes, Hardy & Buchan, 2004); older adults (Chang, Kim, Kong, Kim, Ahn, & Cho, 2008) and survivors of strokes (Ford, 2014), but to the researchers knowledge it has not been used with PWD. 
Design and materials
The 45 statements, known as the Q-set were gathered through a structured and in-depth review of the literature exploring the perceptions of QoL for PWD concluded biological, social and psychological factors are important indicators of QoL for PWD irrespective of whose perception it is (Bowden, 2018). Utilising the literature available, including the many QoL self-reports ensured content validity. The principal researcher also attended a local carers’ café and semi-informally invited carers’, PWD and staff to discuss the topic in question ‘what is QoL for PWD’. Staff, PWD and carers’ discussed this together with the researcher being part of the community setting and recording the conversations. These discussions ensured a face valid dimension to the developed statements. An amalgamation of the themes from the review, the narrative discussions at the carers’ café and the researcher’s prior knowledge formed the Q-set statements. Each statement was designed to be separate in QoL construct to other included statements. Figure 1 displays the formed statements. Statements were devised to be user friendly, using size 16 font with simplified sentences. To ensure good face validity these statements were reviewed by the academic supervisor and fellow trainee Clinical Psychologists’ and piloted with people within the general population.


Figure 1: Q-set statements devised
	Statement Number
	Statements

	
1
	
To not have other health conditions to deal with

	2
	To get help with other physical conditions

	3
	To be able to sleep well

	4
	To be able to manage pain levels

	5
	To be physically active

	6
	To feel more motivated or interested to do things

	7
	To have medication to manage mood and anxiety

	8
	To put a 'happy' face on

	9
	To be able to manage everyday frustrations

	10
	To be able to laugh instead of cry

	11
	To be able to manage the risk of falls at home 

	12
	To be able to live at home for as long as possible

	13
	To be able to get out of the house

	14
	To learn ways to manage the memory difficulties

	15
	To be able to still make decisions

	16
	To have medication to manage the progression of the dementia

	17
	To be aware of own needs

	18
	To have family living nearby

	19
	To be able to engage in family events and activities

	20
	To attend groups with carers’ / loved ones’

	21
	For carers’ / loved ones’ to have support to care for themselves

	22
	To have grandchildren visiting

	23
	For family to have information to be able to manage the dementia

	24
	To have an understanding husband / wife / partner

	25
	To have good neighbours

	26
	To be around other people with dementia

	27
	To be able to think and talk about past experiences

	28
	To have a religion to support coping

	29
	To attend social groups alone without carers’ / loved ones’

	30
	To be able to keep hold of identity / role within the family

	31
	To be able to manage the fear I have from the diagnosis

	32
	To be able to use adapted equipment in the house

	33
	To have enough money to live

	34
	To feel part of society

	35
	To reduce the stigma associated with the dementia

	36
	To keep my driving licence

	37
	To have support from local services

	38
	To have short term plans to look forward to

	39
	To be around my pet(s)

	40
	To be able to listen to music

	41
	To be able to read a book

	42
	To be able to go on holiday

	43
	To have people believe what I say

	44
	To be able to have time alone

	45
	To be able to still do things that I used to do


The distribution grid (see figure two) was constructed to allow participants’ to rank the Q-set statements. It was on a 700mm X 500mm, light grey Foamex, with black gridded outlines to indicate where the cards should be placed, this design is in line with a standard distribution. Each grid had a magnet in with the scale number included. The cards were white with black text. They had a magnet attached to the back to allow participants’ to change their minds during the sort. The scale ranged from -5 (least important) to +5 (most important). The question asked was also displayed under the grid to help aid memory during the sort. 
Figure 2: Distribution grid, scale and question
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What do you think are important factors related to quality of life for people living with dementia?
Participants 
The inclusion criteria were persons’ who have a diagnosis of dementia, referred to as mild to moderate in severity. Healthcare professionals’ who are currently working with PWD. Carers’ who are currently or are to prospectively care for a PWD. Participants’ were excluded if a) they were non-English speaking, b) PWD with communication, cognitive difficulties or severe behaviours, capacity to provide informed consent and undertake the Q-sort was required, c) healthcare professionals’ who have not worked with, nor currently working with PWD d) carers’ are not and will not be caring for PWD.  The study aims, inclusion and exclusion criteria was discussed with service leads and supported by an advertisement leaflet (See appendix D) for staff helping with the recruitment process. Invitation packs included: invitation letter, information sheet and an opt-in reply slip (see appendices E, F, G). Seventeen participants’ took part and were recruited through Memory Assessment Service (MAS) within the Midlands. 
Procedure 
Recruitment and setting
Healthcare professionals’ made a clinical assessment to decide whether a PWD had cognitive and emotional ability to take part this included the utilisation of their cognitive assessment scores. Healthcare professionals’ then outlined the study to the potential participant and supported them to complete an opt-in slip. The opt-in slip highlighted specific needs, including medical risks, hearing, visual problems or if wheelchair access is required. The researcher made contact with the participant via email (see appendix H) or telephone (see appendix I) to check eligibility and arrange a meeting point: the person’s home or the memory service in which they usually attend. A consent form was completed (See Appendix J) before starting the study. 
Participants’ were given 45 cards each presenting a statement. Participants were then instructed (See appendix K) to sort statements into three piles: 1) most important, 2) least important and 3) neither important nor unimportant. Participants’ then returned to the three piles and sorted them in a more refined way, by placing them on the distribution grid using the scale provided to rank the cards from most important to least. All Q-set items have to be allocated to a square on the distribution (forced choice). Each grid took between 10 and 40 minutes to complete. The participants’ were then asked demographic and post sort interview questions to explore of all aspects of QoL for PWD (See appendix L). They were provided with a sheet of sources of support (See Appendix M).
Ethical considerations
Consent and capacity 
Consent to contact participants’ was confirmed by the researcher receiving the returned opt-in slips. These slips highlighted how participants’ would like to be contacted either email or telephone to arrange the meeting. The researcher informed a co-worker before and after this visit to ensure her safety adhering to the trusts lone working policy. 
Dementia is a condition that can affect a person’s capacity to make decisions. Capacity is assumed unless there is proof that the person cannot make decisions for themselves. The Mental Capacity Act (2005) was adhered to throughout the study from consent to take part to capacity to be able to complete the Q-sort. The memory service staff who was required to identify potential PWD, only discussed the study with PWD who had capacity at that time. Consent to participate was taken on the same day of completion of the study, to control for the likelihood of a person losing capacity during the study. 
Confidentiality
All identifiable data was kept in a locked cupboard at the NHS sites. Data analysis was stored on an encrypted and password protected memory stick that only stored anonymous data.  
Reflexivity
I am a white British female, aged between 30-35 years old. Before my training I worked in a neuropsychology department supporting PWD to understand and manage the diagnosis and cognitive abilities. I had a placement prior to the study within a MAS and was able to gain in-depth understanding on the service and systems surrounding a PWD. 

I take a pragmatic stance, meaning that I have a belief that knowledge is explored and interpreted finding the best possible solution to solve a particular problem and focus on change. I also believe that the constructivism position is important, because there is not one single truth and that things require interpretation. Q-methodology seems to lean towards a social constructivist position because the methodology is interested in exploring subjective experiences, uncovering meaning from data within a particular context. My philosophical position will influence the study therefore, I completed the Q-sort prior to data collection to ensure that I am  aware of my bias. The data analysis involved in Q-methodology also helps to control my own interpretations.

Results
Figure 3 presents a consort diagram representing participant recruitment. One PWD withdrew from the study but their family member still agreed to take part. One PWD and their family member dropped out of the study and failed to reply to the researcher to arrange a meeting. 


Figure 3 Consort diagram 
 
Figure 3 shows the recruitment and attrition rates of participants’ during the study.
Demographics 
In total seventeen participants’ completed the Q-sort, demographic and post interview questions; two PWD, three family members and twelve healthcare professionals’.. It is recommended that for every two variables (statements) there should be one participant (Kline, 1994). A sample size of 15-20 was aimed for. Table 1 depicts the demographics of the sample gathered by the demographic questions at the end of the Q-sort. 





Table 1: Demographic information of study participants’ 
	
	PWD
	Family members
	Healthcare professionals’

	Mean age in minutes
(range)
	
	49.7
(38-56)
	46.5
(30-62)

	Gender 
(age)
	M=1 (55)
F=1 (86)
	F=3

	M=2
F=10

	Occupation / job title 

	Retired
	
	Memory clinic practitioner
Service manager
Clinical psychologist
Student nurse

	Form of dementia
	AD
Mixed VaD & AD
	
	

	Relationship to PWD
	
	Daughter
Wife
	

	Average time
(in minutes)
taken to complete Q-sort (range)
	33
	16
(10-25)
	17
(10-40)


PWD = People living with dementia, M= Male, F = Female, Vascular dementia=VaD, Alzheimer’s disease= AD

Table 1 shows two PWD were retired and lived at home. One participant was diagnosed in later life and one participant was diagnosed before the age of 65 years. Three family members’ participated, two daughters and one wife. The mean age was 49.7 years old. Twelve healthcare professionals’ participated, with the majority of the sample being memory clinic practitioners. There were a service lead, clinical psychologist and student nurse that also took part. The mean age of healthcare professionals’ was 46.5 years old. On average, it took around 16/17 minutes longer for PWD than healthcare professionals’ and family members’ to complete the Q-sort.



	Data analysis
	The 45 Q-set statements from the 17 Q-sorts were entered into an excel template and analysed using Ken-Q software (Banasick, 2016), using the guidance from Watts and Stenner (2012) and Ken-Q user manuals. 
		Correlation matrix 
	Pairwise correlations between Q-sorts were looked at to measure the significance and strength of relationships between each Q-sort that indicates the level of agreement in each participant’s ranking of statements (Kline, 1994; Field 2009). Table 2 depicts the correlation matrix of pairwise correlation coefficients. 

Table 2: Correlation Matrix
	
	ID 01
	ID 02
	ID 03
	ID 04
	ID 05
	ID 06
	ID 07
	ID08
	ID 09
	ID 10
	ID 11
	ID 12
	ID 13
	ID 14
	ID 15
	ID 16
	ID 17

	ID 01
	1.00
	0.38
	0.35
	0.45
	0.53
	0.50
	0.55
	0.25
	0.16
	0.19
	0.48
	0.28
	0.38
	0.25
	0.37
	0.31
	0.26

	ID 02
	
	1.00
	0.22
	0.33
	0.23
	0.36
	0.15
	0.14
	0.31
	0.38
	0.25
	0.41
	0.46
	0.43
	0.42
	0.22
	0.14

	ID 03
	
	
	1.00
	0.53
	0.36
	0.49
	0.23
	0.32
	0.13
	0.46
	0.21
	0.41
	0.09
	0.02
	0.12
	0.13
	0.21

	ID 04
	
	
	
	1.00
	0.28
	0.50
	0.36
	0.52
	0.36
	0.38
	0.47
	0.47
	0.05
	0.17
	0.26
	0.38
	0.43

	ID 05
	
	
	
	
	1.00
	0.47
	0.30
	0.22
	0.00
	0.32
	0.12
	0.00
	0.45
	0.25
	0.14
	-0.05
	0.06

	ID 06
	
	
	
	
	
	1.00
	0.39
	0.27
	0.14
	0.28
	0.30
	0.45
	0.22
	0.25
	0.29
	0.17
	0.18

	ID 07
	
	
	
	
	
	
	1.00
	0.34
	0.09
	0.12
	0.28
	0.25
	0.10
	0.09
	0.31
	0.16
	0.24

	ID 08
	
	
	
	
	
	
	
	1.00
	0.47
	0.46
	0.22
	0.40
	0.14
	0.30
	0.30
	0.27
	0.34

	ID 09
	
	
	
	
	
	
	
	
	1.00
	0.48
	0.22
	0.36
	-0.06
	0.43
	0.46
	0.24
	0.23

	ID 10
	
	
	
	
	
	
	
	
	
	1.00
	0.17
	0.35
	0.36
	0.35
	0.25
	0.08
	0.27

	ID 11
	
	
	
	
	
	
	
	
	
	
	1.00
	0.14
	0.30
	0.32
	0.30
	0.26
	0.11

	ID 12
	
	
	
	
	
	
	
	
	
	
	
	1.00
	0.02
	0.41
	0.46
	0.51
	0.53

	ID 13
	
	
	
	
	
	
	
	
	
	
	
	
	1.00
	0.28
	0.06
	0.08
	0.07

	ID 14
	
	
	
	
	
	
	
	
	
	
	
	
	
	1.00
	0.58
	0.11
	0.09

	ID 15
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	1.00
	0.10
	0.09

	ID 16
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	1.00
	0.66

	ID 17
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	1.00


NOTE: A significant value is highlighted in shaded grey and was calculated as ≥ .29 using the Brown (1980) formula at significance level p < .05: 1.96 x (1/ √ no of statements in the Q-set). Strong correlations are underlined (r= ≥ .50, Cohen, 1988).

Table 2 illustrates that all seventeen participants’ Q-sorts correlated significantly (r= ≥ .29, p< .05) with at least three other participant Q-sort’s, suggesting their viewpoints were similar. Strong correlations were shown between 10 Q-sorts (r= ≥ .5, Cohen, 1988). 
Factor Analysis  
	Factor analysis is a method that looks at intercorrelations between variables that may be linked to a latent variable [variable not directly measured] (Field, 2009). This allows the exploration of commonalities and differences in a set of data that is then shrunk down into factors based on their commonalities, with each factor being different from the other in some form. Factors are then subjected to a form of factor rotation. The purpose of rotation is to find the best possible viewpoint of each factor (Watts & Stenner, 2012). Sorts showing similar findings are grouped into the same factor. Interpretation of these factors then takes place. 
	Centroid factor analysis was used to explore the potential number of factors that was present in the data. Brown (1980) suggests seven factors as the default number. Seven factors produced eigenvalues (squared factor loading of all Q-sort’s in the factor) and percentage of variance which inform of the strength and power of an extracted factor (Watts & Stenner, 2012).  
Table 3: Results of centroid factor analysis
	Potential Factors
	Eigenvalue
	Percentage of explained variance

	1
	4.9478
	29

	2
	1.3476
	8

	3
	0.2226
	1

	4
	1.267
	7

	5
	0.1892
	1

	6
	0.8283
	5

	7
	0.6422
	4



	The Kaiser Guttman criterion suggest using factors that have eigenvalues of one or above (Guttman, 1954; Kaiser, 1960; 1970), table 3 shows eigenvalues above one for three factors suggesting a 3 factor model. The eigenvalues for factor two and four were marginally above one (1.35 and 1.27), whereas factor one was considerably larger than 1 (4.95). Watts and Stenner (2012) suggest for every six Q-sorts, one factor should be extracted, therefore, two to three factors would be suitable.


	
	Varimax rotation was then applied to factors 1, 2 and 4. Although this is less reliable, than hand rotations, it looks for similarities on large scales, following a mathematical solution. Data displayed in table 4 shows the factor loadings of each Q-sort on factor one, two and four and the explained percentage of variance of each factor. 
Table 4: Q-sort factor loadings on factor 1, 2 and 4
	Q-sort participant
	Factor 1
	Factor 2
	Factor 4

	1
	0.7814
	0.1596
	0.2398

	2
	0.3096
	0.1232
	0.5528

	3
	0.4584
	0.3493
	0.0471

	4
	0.4636
	0.5929
	0.162

	5
	0.6776
	-0.0755
	0.1568

	6
	0.6359
	0.2804
	0.158

	7
	0.4721
	0.2309
	0.0841

	8
	0.2631
	0.457
	0.2921

	9
	-0.085
	0.4342
	0.563

	10
	0.2653
	0.3106
	0.4267

	11
	0.4211
	0.1504
	0.2589

	12
	0.0971
	0.8111
	0.254

	13
	0.2957
	-0.1514
	0.4531

	14
	0.0863
	0.0756
	0.7591

	15
	0.1506
	0.2276
	0.5571

	16
	0.1106
	0.5519
	0.0733

	17
	0.1284
	0.6656
	0.0022

	Explained percentage of variance
	16
	16
	13


NOTE: Factor loadings of each participant. A significant loading was automatically flagged by Ken Q software and are identified by the shaded grey boxes. The percentage of variance explained is shown. Brown’s (1980) p< .05: 1.96 x (1/ √ no of statements in the Q-set).

	This three factor model explains 45% of the variance (16% by factor one, 16% factor two and 13% factor four), falling within the range of a successful model which should explain at least 35-40% of variance (Watts and Stenner, 2012).
	Factor arrays were created for the three factors (Appendix N). A factor array is one Q-sort which represents the overall ranking of statements based on the participant Q-sorts which significantly (positive and negative) loaded onto that particular factor (Watts & Stenner, 2012). 
	Qualitative information and demographics obtained during data collection has been used to further the factor interpretations. Three factors were identified for analysis: 1) Getting support and keeping control, 2) Living comfortably, 3) finding cures / solutions and having company. Each factor is titled, followed by a description of the factor, detailing information about the participants’ who loaded significantly on that factor and any relevant comments made by participants’. This was then reviewed in relation to the psychological literature relating to QoL for PWD.   
Factor One: Getting support and keeping control
	Factor one represents the viewpoint of six healthcare professionals’ who significantly loaded onto factor one, (age ranged 42-62 years old; 1 male, 5 females). Factor one had an eigenvalue of 4.95, 16% of variance. 
	These viewpoints focussed on getting support for occurring difficulties and keeping control of aspects of life. Sleep (3:+4), managing fears of the diagnosis (31:+2), managing everyday frustrations (9:+1), managing risks of falls (11:+1), maintaining physical activity levels (5:+4) and still being able to make decisions (15:+5) was all viewed as important for QoL. Having support for these items would provide more control over functions and abilities in life. Keeping hold of identity within the family (30:+3), being able to engage in activities with the family (19:+3) having people believe what they say (43:+3), still being able to do the things that they want to do (16:+2) and having medication to manage the progression of dementia highlight the wishes to control these areas of life.  
The shared healthcare professionals’ viewpoint within factor one recognised the difficultly in generalising their responses, therefore these participants’ found themselves sorting in accordance to what they may view as important if they had dementia, emphasizing the unique differences of QoL. Participant 5, said “a PWD may say they want to be aware of their own needs, but at some point I wouldn’t want to”. Predictions in what PWD may say was stated, Participant 6 said “Most people will come into clinic and say that losing their driving licence is the worst thing, they see it as their independence and say it will close my life” this was at the same time as acknowledging individual difference, participant 11 suggested “Religion can be at one end or the other”. Some of the generalised items were ranked lower than factor two and four; keeping hold of your driving licence (36:-3) and being around your pets (39:-4). Participant 3 said “what I see as important from a clinician, I didn’t see as important as a granddaughter” this highlighted the awareness to difference in perspectives but also the ambiguity in items they chose to place at the lower end of the Q-sort. 
Interestingly some mood and psychologically related items were ranked lower than the other factors. Managing mood by use of medications (7:-3), putting on a happy face for people (8:-5) and being able to laugh instead of cry (10:-3) were distinctively ranked lower in this factor, but managing daily frustrations (9:+1) was valued more important for QoL. 
Healthcare professionals’ thought that having family support was significantly important for PWD (24:+4) but also family getting support (21:+3; 23:+2) was important. Participant 6 acknowledged this, “family factors are important”. Other societal items were not valued as highly (22:0) and ranked less important such as having good neighbours (25:-4) and feeling part of society (34:-3). This showed that it was a particular aspect of social items/family support that was deemed important for PWD’s QoL.
Distinguishing statements
Within factor one, the statements placed significantly differently (p< .05) and discriminate this factor (3:+4; 5:+4: 21:+3; 14:0; 44:0) suggested a uniqueness of that viewpoint which focussed on keeping control and getting support for some of these items. Time spent alone was rated highest on factor one (44:0) suggesting PWD sometimes want the choice and independence to be alone. Cognitive (5:+5) and physical abilities (5:+4) were rated more important in this viewpoint. Managing memory difficulties (14:0) was valued equally important to having time alone within this factor. By getting support in the biological, cognitive, mood, sleep and physical abilities, this may allow for decisions to be made about one of the most highly rated items which was to live at home for as long as possible (12:+5).
Factor Two: Living comfortably 
	Five participants’ significantly loaded onto factor two, two family members, one person with early onset dementia and two healthcare professionals’ (age ranged 38-56 years old; 2 male, 3 females). Factor two had an eigenvalue of 1.35, 16% of variance. 
	Factor two represents the viewpoint of individuals who value being able to live comfortably, with an emphasis on personal valued activities and abilities. Having enough money to live (33:+5) was one of the most important items, Participant 17 explained “Without the money you can’t do any of the things that are important”. This mixed sample of viewpoints focussed on specific items which suggest keeping hold of identity such as to be around pets (39:+5), being able to listen to music (40:+2) or go on holiday (42:+3). Living at home for as long as possible (12:+4) and keeping hold of their driving licence (36:+4) gave opportunity to access other items valued important such as short breaks away and getting out of the house with the dog which are all part of a person’s identity (45:+2). Participant 17 said “Exercise to me is very important, well not as important as my [wife], [dog] is my exercise”. 
Although keeping hold of driving licences was rated highly important, one family member had begun her own driving lessons to be able to manage the future changes ahead when her husband can no longer drive, this highlighted the importance of having an understanding partner (24:+4) and being able to get out of the house (13:+3) all providing ways to live comfortably. For this reason having ways to manage the memory difficulties was also rated important (14:+3) because this function served well to live comfortably within the community. Participant 4 said “this is a tiny statement [pets] but they are big”. Humour (10:+2) was a way of coping with such changes, participant 17 said “I can still drive it’s just a mystery where we may end up”. 
	There was less of an interest in finding ways to manage difficulties (32:-4). Connections with the dementia diagnosis was not of interest (26:-5) (35:-4). Being alone and time away from the family was not wanted either (44:-2) (29:-4). Being connected to the community meant having: family living nearby (18:+3), good neighbours (25:0) and support from local services (37:0). To live well with dementia and the associated difficulties came from being able to manage everyday frustrations (9:+1) and have motivation or interest to do things (6:0) all rated higher on the idealised Q-sort. Managing sleep difficulties (3:0) and having medication to manage the progression of dementia (16:0) were all valued somewhat, suggesting contentment and comfort comes from personal activities and hobbies, support from local services for specific needs (frustration, sleep), family being nearby and being in the home environment. 
Distinguishing statements 
	Statements placed significantly differently (p< .05) and discriminate this factor suggest a uniqueness of viewpoint around living well with dementia. Having people believe what the PWD says (43:-1), managing risks at home (11:-2), engaging in family activities (19:-2) and being able to think and talk about the past experiences (27:-1) were rated less important by participants’ in factor two. 


Factor Four: Finding cures / solutions and having company from others
	Six participants’ significantly loaded onto factor four, one family member, one person with late onset dementia and four healthcare professionals’ (age ranged 30-86 years old; 2 males, 3 females). Factor four had an eigenvalue of 1.27, 13% of variance. 
	This factor represents the viewpoint of individuals who strived to find a cure or a solution to things and valued having company from others. Managing specific difficulties included: medication to manage the progression of dementia (16:+4), mood and anxiety medication (7:+5: 9:+1), memory difficulties (14:+3), fears associated with the diagnosis (31:+2) and managing risks of falls (11:+1) that was all rated important for PWD’s QoL. These are all associated with psychological, physical and cognitive abilities wanting them resolved, cured or treated. The safety of the PWD led to the search for solutions and cures. Participant 14 said “but mum the GP said you are not safe in your own home”. Solutions and the management for things such as keeping hold of their driving licence (36:+5) and living at home for as long as possible (12:+4) were regarded as important underpinnings of QoL, Participant 15 said “to be able to get out of the house, oh yes that is VERY important”. 
	Distinguishing statements
	Statements that were placed significantly (p< .05) differently and discriminate this factor suggest a uniqueness of viewpoint around searching for solutions and cures and having company. To be able to have time alone (44:-5) was rated the lowest in comparison to factors 1 and 2. Having an understanding partner, (24:-1) and keeping hold of identity within the family (30:-1) were distinctive viewpoints viewed not so important in comparison to the other two factors. Company from others was rated important (18:+3; 19:+3; 22:+3; 27:+2) and this company helped to manage anxieties, participant 15 said “I used to be worried but I am not anymore, talking to my neighbours they are good… they say if you need me just knock on”. Company that involves being dependent on loved ones/ carers’ (20:-4), being with other PWD (26:-5) and being part of society (34:-3) is not favoured by this viewpoint. Spending time with family was the key focus of where the company was wanted from but also engaging in activities of interest (6:0) Participant 15 said “I love to play bingo, yes I do… my friends say well [name] I forget things lots to”.
	Consensus statements 
	Despite the three factors being distinct and exclusive of one another, some statements were homogenous throughout all factors. Table 5 shows these statements along with their rank. 
Table 5: Consensus statements 
	No
	Statement
	Factor 1
	Factor 2
	Factor 3

	2
	To get help with other physical conditions
	-1
	-2
	-1

	4
	To be able to manage pain levels
	-1
	-3
	-1

	9
	To be able to manage everyday frustrations
	1
	1
	1

	12
	To be able to live at home for as long as possible
	5
	4
	4

	26
	To be around other people with dementia
	-4
	-5
	-5

	29
	To attend social groups alone without carers’’ / loved ones’
	-2
	-3
	-2

	31
	To be able to manage the fear I have from the diagnosis
	2
	1
	2

	34
	To feel part of society
	-3
	-2
	-3

	35
	To reduce the stigma associated with the dementia
	-2
	-4
	-3

	37
	To have support from local services
	1
	0
	0

	45
	To be able to still do things that I used to do
	0
	2
	1



NOTE: Non significant at p< .05
	Table 5 illustrates that living at home for as long as possible was consistently rated important across the whole sample. All viewpoints recognised the helpfulness of getting support from local services and to be able to manage daily frustrations that impacted on QoL. It was notable, larger societal connections (34: 35) was least important. Biological factors such as managing pain levels and not having other physical health conditions to deal with were not priorities for the whole sample. However, the majority of the sample was healthcare professionals’ and a larger heterogeneous sample size would be needed in order to dis/confirm these findings. 
Psychological literature
These three factors support the literature that highlights the underpinnings of QoL: biological, psychological and social factors are all domains included in dementia QoL measures that are often used.  Kitwood’s (1997a) research into personhood in dementia care and the movement away from pure biomedical model was acknowledged across the three factors suggesting individuality in PWD’s QoL. 
Discussion
Seventeen Q-sorts were completed. Data analysed showed three factors represent the shared viewpoints on what is important factors for QoL for people living with early stage dementia. These factors were: 1) having control and getting support, 2) living comfortably and 30 Finding cures, solutions and having company. Early onset and late onset dementia loaded onto different factors, suggesting differing viewpoints. PWD and their loved ones correlated highly and loaded onto the same factor, suggesting similar viewpoints. Factor one included only staff viewpoints. The three factors suggested some variability in viewpoints of what underpins QoL for people living in the community with early stage dementia. Some of this variation was subject to the perspective in which it came from, highlighting the importance of holistic care to ensure perspectives’ are considerate of distinct needs and wishes of PWD. Comparison of the factors suggested these factors are supportive of some of the literature that suggests biological, psychological and social factors that support a PWD’s QoL. Given the participant sample and items included, it is not suggestive that these three factors are exhaustive of the viewpoint of QoL for PWD, but it has provided a basis which can be further explored in relation to the variability in perspectives of QoL for PWD. 
Comparing the factors 
Having control and getting support 
Factor one represents healthcare professionals’ viewpoint which suggests the foundations of PWD’s QoL is influenced by cognitive, physical and societal factors that allow a person to feel in control of their lives and get support within some of these areas. Control can be gained through supporting someone with decision making by helping someone to access other important aspects that may improve their QoL. Decision making has previously been rated incongruently in carers’ and PWD (Moon et al, 2016) therefore awareness to differences on viewpoints about decisions will help ensure safety and choice is balanced.
Family support is rated important and well recognised in carer stress burden literature (Conde-Sala et al, 2009; Gomez-Gallego, et al, 2012). Providing support in this area may bridge the gap between perspectives. Clarke et al (2018) looked at multiple perspectives when studying the active management of QoL for PWD, concluding a similar focus to this viewpoint. It is reassuring that community healthcare professionals’ are striving to give PWD control and choice in their care and prioritise individual functions (cognitive, mood, decision making) in order to help them keep control of their lives and to keep them connected with their families and community living and as Gomez-Gallego et al, (2012) suggests family, staff and PWD’s perspectives are all complementary to one another. 
Living comfortably
The acknowledgement of health and ‘ill’ health is important to maintain identity (Clarke et al, 2010) and the viewpoint of factor two builds on this understanding by prioritising personal interests that will support PWD to get elements of their life back (music, pets, holidays). Kitwood’s (1997b) model of emotional needs also recognises the importance of personal interests that can improve psychological wellbeing. This viewpoint focuses on abilities rather than difficulties. People wanted to be part of the wider community and not specific dementia communities which may be more related to the stage of the syndrome when the person has the abilities to access either services. 
Having enough money to live comfortably was highly important and influences the access to some of the other highly rated personal interests. This sample had a person living with early onset dementia and the focus on financial implications has been highlighted in previous research (Chemali, Schamber, Tarbi, Acar, & Avila-Urizar, 2012). Service providers should consider how best to support someone to engage in these activities within their community but consider the funding available to support the person. 
Finding a solution, cure and having company
There is continued research into ways to slow down the progression of dementia and support people to manage the presentations of the syndrome. Factor four focussed on this as a key theme of QoL, balancing the relations of cure and care (Clarke et al 2018) something the literature and clinical care have been grappling with for many years. Company from family was prioritised in factor four, including the proximity of family members and visits from grandchildren, both improving QoL. As Katsuno (2005) suggests, happiness is created from seeing other family member’s happiness. 
Common features across the factors
All factors shared the understanding that living at home for as long as possible was a high priority, similar to stakeholders and health care professionals’ aims (Clark et al, 2018). This provides choice, control, comfort and works on solutions to difficulties. However living at home can come at a cost for some people and loneliness is a risk factor for many older adults (Age UK, 2017). Cognitive and sensory impairment, low income, retirement, neighbourhood characteristics, depression, sleep problems, limited opportunities to participate in social occasions and limited mobility are associated with loneliness (Age UK, 2017) and are parallels in the factors associated with reduced QoL. 
There was high correlations between the PWD and their family member which both factored into the same loading. Most of the literature suggests differences between proxy and PWD’s ratings (Bosboom et al, 2012; Buckley et al, 2012; Conde-Sala et al; 2010; Gitlin et al, 2014; Gomez-Gallego, et al, 2012; Inouye et al, 2010; Moon et al, 2016; Tay, 2014). However, Droes et al (2006) suggests that the differing perspectives rate on same QoL domains. The level of detail of the statements and the opportunities to change and move items, allows PWD and their relatives to rate similarly because they have to make decisions on what is most important.   
Clinical Implications and Future Research 
Clinical use of Q-sorts
To date this is the first study to use Q-methodology with PWD. This allows a rich understanding of important areas of QoL which are briefly measured on self-reports. The family domain on questionnaires may consist of one item whereas in this Q-sort, nine statements explored the family domain pinpointing what was important. Gathering information to this level in earlier stages of the condition, allows for person-centred treatment to be developed and utilised across the progression of the dementia. 
There was consensus feedback that completing the Q-sort was an interesting and useful experience. Some participants’ felt that there were a lot of statements to attend to and queried some PWD’s abilities to complete the task. Participant 17 said “A lot of stuff in the middle could be there [least important] or there [most important]” this highlighted how some opinions can change over time and context (Stephenson, 1988). Participant 17 said that the higher rated items would be less likely to move. Two PWD completed the Q-sort, with moderate levels of support from the researcher. More research is needed to explore the reliability of the findings. Adapted versions (including pictorial Q-sorts or less statements) could be used. Q-sorts could be repeated over time to ensure that the person’s QoL is maintained as the dementia progresses.
Obtaining consent to share the persons Q-sort with their relatives and healthcare professionals’ would allow for holistic care and all aspects of QoL to be considered. Finally, a clinical psychologist or statistician may be needed to analyse results as Combes et al (2004) also pointed out when using Q-sorts as a clinical tool. 
Early and late onset dementia 
The two PWD who completed a Q-sort loaded onto different factors, suggesting differing viewpoints. These two participants’ had dementia at different stages of life, which support the literature that suggests people with early and late onset dementia have different needs (Mendez, 2006). Service providers that are using ageless pathways or working age adults with dementia accessing older adult services may need to think about developing early onset dementia specific pathways within their services for these two cohorts of people with the same condition but potential differing needs. 
Limitations 
Family members and PWD’s viewpoints in the current study are lacking, similar to that of Moyle et al’s (2007) study which concluded that consenting PWD into research can be difficult, resulting in small sample sizes. Ten years later it is still a challenge for research, this seemingly to be a wider contextual difficulty with services being under increasing pressures and not allocated time to understand a study, its clinical relevance and then to be able to consent a person into a study. Overall, the sample size was small and consisted of a majority of healthcare professionals’ viewpoints, therefore this study does not claim to generalise its findings.
The statements were devised by PWD, carers’ and staff attending a local charity combined with existing literature. The feedback from participants’ was that some key factors were missing, such as other personal activities (dancing, cooking, bingo). Ensuring that all key statements were included whilst balancing the potential cognitive demands this places on PWD was challenging in the current study. If this tool is to be used clinically, then the statements should be derived from the local population where it is to be used to minimise the amount of missing contextual statements.


Reflections
The current study allows careful analysis of multiple perspectives and separation of the broad term ‘carers’ to explore differing viewpoints. The findings suggest perspectives’ of QoL are varied and individual with most healthcare professionals’ acknowledging the fluidity of QoL over time and across contexts. Participant 3 said “someone at the beginning of the condition may say that making decisions and having medication are most important because they want to keep as much control because they have insight”. Healthcare professionals’ were able to reflect on the unhelpfulness of generalising what a person will need based on their dementia. If healthcare professionals’ completed the Q-sort with a specific PWD in mind, they agreed that prioritisation of items would have differed. 


Conclusion 
Q-methodology was used with seventeen participants’ highlighting three factors that suggested the variability and individual difference in the underpinnings of QoL for people living in the community with early stage dementia. The difference in perspectives has been highlighted and are valued when providing effective care. The study supported the literature review that biological, psychological and social factors underpin QoL. Factor interpretations highlighted that some healthcare professionals’ focussed more on getting support as a means of keeping control. Living comfortably with a focus on value based activities was important for some viewpoints including an individual with early onset. Searching for solutions and cures to challenges faced alongside valuing company from others was also regarded important for QoL. Family relatives and PWD had similar viewpoints to one another. PWD at different stages of life loaded onto different factors and had differences in viewpoints. 
Further research should focus on 1) larger sample sizes with the inclusion of PWD in early and later life and their family members, 2) supporting people to live at home for as long as possible with a focus on decision making and 3) using Q-methodology with PWD. These future research focuses continue to improve QoL for PWD in a safe and reasonable way.
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Health Sciences  	 
 
INDEPENDENT PEER REVIEW APPROVAL FEEDBACK 
 
	Researcher Name
 	 
	Danielle BOWDEN 

	Title of Study 
 
	Quality of life for people living with early stage dementia from the perspectives of the patient, healthcare professionals’ and carers’ 
 

	Status of approval: 
 	 
	Approved 


 
Thank you for your request to make an amendment to your application to the Independent Peer Review Panel (IPR). Details of the amendment are as follows: 
 
	Suggested amendment 
	Amendment made 
	Page  

	Appendix 1 –  
I suggest adding “If the patient agrees to participate” to the start of the statement “Ask or assist them to sign the opt-in reply slip, agreeing to be contacted by the researcher” to indicate it is the patient’s choice to participate. 
	Added suggested words to the start of the sentence. 
 
 
	18 

	Appendix 3  
You do not state any restrictions on the age of participants, however you ask them to provide their age on the opt-in reply slip, it is not clear why this information is required at this stage? Please clarify why it is required. 
	Removed age from opt in slip as it is not needed at this stage.   
	20 

	Appendix 4a,b,c,d –  
You state in part 2 that a participant’s data will be removed from the study if they withdraw before data analysis is completed. This information should also be added to the below sentence in part 1. 
 
“You will be free to withdraw from the study at any time, without giving a reason and without it affecting any care you receive from services now or in the future.  Any data collected would then be deleted from the study.”    
	Information added to sentence and moved to part 1 for appendix 4a, b, c, d. 
 
	22, 27, 
32, 37 

	Appendix 6/7 –  
“Inform potential patient participants of GP letter” 
 
“We would also like to inform your GP of your participation in the study.” 
	Contacting the patient’s GP should have been removed from the application.  
After long discussions with both academic and clinical supervisors it was greed that 
	33 



	 
I believe that you should be upfront on the fact that you will need the participants to consent to their medical records being accessed and that their GP will be informed if they consent to participate. This information should be added to the information sheet. 
 
	GPs would not need to be informed of patient’s participation. They would only be contacted in line with following risk assessment policies, if risks arise. 
 
Therefore GP letter was removed and this sentence was left in by error.  
 
A sentence has been added in the information sheet about the purpose of accessing medical records. 
	

	Pg.14 Study timetable –  
error in dates as duration states 2 years but start and end dates are 2017 and 2018 
	Dated edited and duration corrected.  
	14 

	‘Information not known by the patient, nor considered appropriate to ask the patient, will be gathered by the clinical supervisor who will access participant’s medical records’.  Will the clinical supervisor have access if other areas are utilised?  Please clarify exactly what information will be sought in this way.  
	Clarification on what will be taken from medical records. 
 
Clarification of who will access medical records if south Staffordshire services are utilised.  
	9 (under stage 3), 11 (under study setting) 

	There are a few grammatical errors e.g. 
professionals views 
	Proof read and again and more grammatical errors addressed.  
	Throug
hout  

	On a practical note, services at removed Hospital are being drastically reduced.  Please check and clarify whether or not Memory services will be affected?  
	Supervision session dated 
15/12/2016 with Dr Darren Perry 
(removed). He informed me that there will be no changes to the memory clinical services at removed hospital that will affect the proposed study.  
	 

	‘As well as being reassured they are free to withdraw from the study at any time’  Can you clarify if this is really at any time or do you mean at some point up to the analysis or another point?  This also contradicts you information leaflet. 
	All relevant sheets updated to state that all participants are free to withdraw up until the point of data analysis.  
	12, 22, 
27, 50, 
51, 52 

	Recruitment poster – do you also want to use this to recruit staff and carers too?  If yes, please revise. It would also be helpful to provide a very brief outline of your study on the poster.  
	I do not want the poster to recruit staff or carers. The poster was originally designed to help staff identified appropriate potential patient participants. I have added a brief outline of the study onto the poster as advised.  
	18 

	‘Your Q-sort will also be photographed’.    Please clarify that participants will not be included in the photograph.  
 
	Sentence added clarifying the participants will not be included in the photograph.  
	12, 22, 
27, 32 

	It could take up to XX minutes to complete the task.  Please specify duration. 
 
	 ‘It is estimated that it could last approximately 45 minutes’.  
 
The specified time 45 minutes to the approx. time for participant involvement to the Advertising Leaflet to reflect the changes made throughout. 
Page 8 and 9 specify that this time will be monitored during the pilot phase and adapted accordingly, and also based on participant’s individual needs. 
	8, 9, 
12, 22, 
27, 32, 
39 


 



Your Application is now approved 
Action now needed:  
 
You must now apply to the Local NHS Research Ethics Committee (LREC) for approval to conduct your study.  You must not commence the study without this second approval.   
Please forward a copy of the letter you receive from the LREC by email to HealthScienceEthics@staffs.ac.uk as soon as possible after you have received approval.  
 Once you have received LREC approval you can commence your study.   
 You should note that any divergence from the approved procedures and research method will invalidate any insurance and liability cover from the University.  You should, therefore, notify the Panel of any significant divergence from this approved proposal. 
 When your study is complete, please send the ethics committee an end of study report. A template can be found on the ethics BlackBoard site. 
 Comments for your consideration: None 
 removed
  
Signed: Dr removed 	 Date:  07/03/2017
 Chair of the Health Sciences Ethics IPR Panel 	


Appendix B: NHS ethics approval 
 
[image: ] 
North East - Tyne & Wear South Research Ethics Committee 
HRA Jarrow 
Jarrow Business Centre  
Room 001 
Rolling Mill Road 
Jarrow 
NE32 3DT 
 
Telephone: 0207 1048084 
  Please note: This is the  favourable opinion of the REC  only and does not allow you to  start your study at NHS sites in  England until you receive HRA  Approval  
  
12 April 2017 
 
Address Removed 
Dear Miss Bowden  
 
	Study title: 
	Quality of life for people living with early stage dementia from the perspectives of the patient, healthcare professionals’ and carers’ 

	REC reference: 
	17/NE/0105 

	Protocol number: 
	1 

	IRAS project ID: 
	217686 


 
Thank you for your letter of 7 April 2017, responding to the Proportionate Review Sub-  Committee’s request for changes to the documentation for the above study. 
 
The revised documentation has been reviewed and approved by the Sub-Committee. 
 
We plan to publish your research summary wording for the above study on the HRA website, together with your contact details. Publication will be no earlier than three months from the date of this favourable opinion letter.  The expectation is that this information will be published for all studies that receive an ethical opinion but should you wish to provide a substitute contact point, wish to make a request to defer, or require further information, please contact please contact hra.studyregistration@nhs.net outlining the reasons for your request. 
Under very limited circumstances (e.g. for student research which has received an unfavourable opinion), it may be possible to grant an exemption to the publication of the study. 
Confirmation of ethical opinion 
 
On behalf of the Committee, I am pleased to confirm a Favourable ethical opinion for the above research on the basis described in the application form, protocol and supporting documentation as revised.  
Conditions of the favourable opinion 
 
The REC favourable opinion is subject to the following conditions being met prior to the start of the study. 
 
Management permission must be obtained from each host organisation prior to the start of the study at the site concerned. 
 
Management permission should be sought from all NHS organisations involved in the study in accordance with NHS research governance arrangements. Each NHS organisation must confirm through the signing of agreements and/or other documents that it has given permission for the research to proceed (except where explicitly specified otherwise).  
Guidance on applying for HRA Approval (England)/ NHS permission for research is available in the Integrated Research Application System, www.hra.nhs.uk or at http://www.rdforum.nhs.uk.  
 
Where a NHS organisation’s role in the study is limited to identifying and referring potential participants to research sites (“participant identification centre”), guidance should be sought from the R&D office on the information it requires to give permission for this activity. 
 
For non-NHS sites, site management permission should be obtained in accordance with the procedures of the relevant host organisation. 
 
Sponsors are not required to notify the Committee of management permissions from host organisations.  
 
Registration of Clinical Trials 
 
All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on a publically accessible database. This should be before the first participant is recruited but no later than 6 weeks after recruitment of the first participant. 
There is no requirement to separately notify the REC but you should do so at the earliest opportunity, e.g. when submitting an amendment.  We will audit the registration details as part of the annual progress reporting process.   
To ensure transparency in research, we strongly recommend that all research is registered but for non-clinical trials this is not currently mandatory.   
If a sponsor wishes to request a deferral for study registration within the required timeframe, they should contact hra.studyregistration@nhs.net. The expectation is that all clinical trials will be registered, however, in exceptional circumstances non registration may be permissible with prior agreement from the HRA. Guidance on where to register is provided on the HRA website.  
It is the responsibility of the sponsor to ensure that all the conditions are complied with before the start of the study or its initiation at a particular site (as applicable).  
Ethical review of research sites 
 
The favourable opinion applies to all NHS sites taking part in the study, subject to management permission being obtained from the NHS/HSC R&D office prior to the start of the study (see “Conditions of the favourable opinion” above).  
Approved documents 
 
The documents reviewed and approved by the Committee are: 
 
	Document   
	Version   
	Date   

	Copies of advertisement materials for research participants [Advertising leaflet]  
	1.1  
	04 January 2017  

	Covering letter on headed paper [cover letter]  
	1  
	11 March 2017  

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Insurance letter]  
	1  
	16 July 2016  

	Interview schedules or topic guides for participants [Telephone script ]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- patients]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- Healthcare professionals]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- carers]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Demographic information sheet for study interview]  
	1.0  
	01 June 2016  

	Interview schedules or topic guides for participants [Q-sort information for study ]  
	1.0  
	01 June 2016  

	Interview schedules or topic guides for participants [Initial sort materials for study]  
	1.0  
	01 June 2016  

	Interview schedules or topic guides for participants [Example Statements and Q-Grid]  
	1.0  
	21 March 2017  

	Interview schedules or topic guides for participants [Q-sort information for study ]  
	2.0  
	07 April 2017  

	IRAS Application Form [IRAS_Form_17032017]  
	  
	17 March 2017  

	Letter from sponsor [Letter from sponsor]  
	1  
	03 March 2017  

	Letters of invitation to participant [Letter of invitation]  
	2.0  
	07 April 2017  

	Other [PIs certificates of degrees]  
	1  
	23 June 2003  

	Other [Proportionate Review Changes Made Letter]  
	1.0  
	07 April 2017  

	Other [Revised Summary of Study]  
	1.1  
	07 April 2017  

	Participant consent form [Consent form- healthcare professionals version]  
	1.0  
	01 June 2016  

	Participant consent form [Consent form- Carers version]  
	1.0  
	01 June 2016  

	Participant consent form [Opt- in reply slip ]  
	1.1  
	04 January 2017  

	Participant consent form [Consent form- patients]  
	2.0  
	07 April 2017  

	Participant information sheet (PIS) [PIS- Healthcare professional version]
	 1.1  
	04 January 2017  

	Participant information sheet (PIS) [PIS- patients adapted version]  
	1.1  
	04 January 2017  

	Participant information sheet (PIS) [Useful contact sheet- patients]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [useful contact sheet- healthcare professionals]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [Useful contact sheet- carers]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [Participant Information Sheet Carer]  
	2.0  
	07 April 2017  

	Participant information sheet (PIS) [Participant Information Sheet Patient]
	 2.0  
	07 April 2017  

	Research protocol or project proposal [Protocol]  
	1.0  
	01 June 2016  

	Summary CV for Chief Investigator (CI) [CV]  
	1  
	11 March 2017  

	Summary CV for supervisor (student research) [Academic supervisors CV]  
	1  
	25 November 
2016  

	Summary, synopsis or diagram (flowchart) of protocol in non-technical language [Study Schema]  
	1.0  
	01 June 2016  


 
 
Statement of compliance 
 
The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK.  
After ethical review 
 
Reporting requirements 
 
The attached document “After ethical review – guidance for researchers” gives detailed guidance on reporting requirements for studies with a favourable opinion, including:  
· Notifying substantial amendments 
· Adding new sites and investigators 
· Notification of serious breaches of the protocol 
· Progress and safety reports 
· Notifying the end of the study 
 
The HRA website also provides guidance on these topics, which is updated in the light of changes in reporting requirements or procedures.  
Feedback 
 
You are invited to give your view of the service that you have received from the Research Ethics Service and the application procedure.  If you wish to make your views known please use the feedback form available on the HRA website: http://www.hra.nhs.uk/about-thehra/governance/quality-assurance  
 
We are pleased to welcome researchers and R & D staff at our RES Committee members’ training days – see details at http://www.hra.nhs.uk/hra-training/  
 
	17/NE/0105 
	 
	 
	                      Please quote this number on all correspondence 


 
With the Committee’s best wishes for the success of this project. 
Yours sincerely pp 
Removed  
Removed Chair 
 
Email: nrescommittee.northeast-tyneandwearsouth@nhs.net 
 
Enclosures:   	 ‘After ethical review – guidance for researchers’ SL-AR2 
 
Copy to: 	Dr Removed – Staffordshire University  
 
Removed R&D Dept, Removed NHS 
Ms Removed - Faculty of Health Sciences, Staffordshire University


Appendix C: HRA approval
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	Address Removed 

05 May 2017 
 
Dear Miss Bowden    
	 
Email: hra.approval@nhs.net 


 
Letter of HRA Approval 
 
	Study title: 
	Quality of life for people living with early stage dementia from the perspectives of the patient, healthcare professionals’ and carers’. 

	IRAS project ID: 
	217686  

	Protocol number: 
	1 

	REC reference: 
	17/NE/0105   

	Sponsor 
	Staffordshire University 


 
I am pleased to confirm that HRA Approval has been given for the above referenced study, on the basis described in the application form, protocol, supporting documentation and any clarifications noted in this letter.   
Participation of NHS Organisations in England  
The sponsor should now provide a copy of this letter to all participating NHS organisations in England.   
Appendix B provides important information for sponsors and participating NHS organisations in England for arranging and confirming capacity and capability. Please read Appendix B carefully, in particular the following sections: 
· Participating NHS organisations in England – this clarifies the types of participating organisations in the study and whether or not all organisations will be undertaking the same activities 
· Confirmation of capacity and capability - this confirms whether or not each type of participating NHS organisation in England is expected to give formal confirmation of capacity and capability. Where formal confirmation is not expected, the section also provides details on the time limit given to participating organisations to opt out of the study, or request additional time, before their participation is assumed. 
· Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment criteria) - this provides detail on the form of agreement to be used in the study to confirm capacity and capability, where applicable. 
Further information on funding, HR processes, and compliance with HRA criteria and standards is also provided.  
It is critical that you involve both the research management function (e.g. R&D office) supporting each organisation and the local research team (where there is one) in setting up your study. Contact details and further information about working with the research management function for each organisation can be accessed from www.hra.nhs.uk/hra-approval.   
Appendices 
The HRA Approval letter contains the following appendices: 
· A – List of documents reviewed during HRA assessment 
· B – Summary of HRA assessment  
After HRA Approval 
The document “After Ethical Review – guidance for sponsors and investigators”, issued with your REC favourable opinion, gives detailed guidance on reporting expectations for studies, including:  
· Registration of research 
· Notifying amendments 
· Notifying the end of the study 
The HRA website also provides guidance on these topics, and is updated in the light of changes in reporting expectations or procedures. 
 
In addition to the guidance in the above, please note the following: 
· HRA Approval applies for the duration of your REC favourable opinion, unless otherwise notified in writing by the HRA. 
· Substantial amendments should be submitted directly to the Research Ethics Committee, as detailed in the After Ethical Review document. Non-substantial amendments should be submitted for review by the HRA using the form provided on the HRA website, and emailed to hra.amendments@nhs.net.  
· The HRA will categorise amendments (substantial and non-substantial) and issue confirmation of continued HRA Approval. Further details can be found on the HRA website.  
Scope  
HRA Approval provides an approval for research involving patients or staff in NHS organisations in England.  
 If your study involves NHS organisations in other countries in the UK, please contact the relevant national coordinating functions for support and advice. Further information can be found at http://www.hra.nhs.uk/resources/applying-for-reviews/nhs-hsc-rd-review/. 
  If there are participating non-NHS organisations, local agreement should be obtained in accordance with the procedures of the local participating non-NHS organisation.  
User Feedback 
The Health Research Authority is continually striving to provide a high quality service to all applicants and sponsors. You are invited to give your view of the service you have received and the application procedure. If you wish to make your views known please use the feedback form available on the HRA website: http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/. 
 HRA Training 
We are pleased to welcome researchers and research management staff at our training days – see details at http://www.hra.nhs.uk/hra-training/  
 
Your IRAS project ID is 217686. Please quote this on all correspondence. 
 
Yours sincerely 
 
Miss Removed
Assessor  
 Email: hra.approval@nhs.net  
 
 Copy to: 	Dr Removed 	 
Removed, Removed NHS Removed
   

 Appendix A - List of Documents 
 The final document set assessed and approved by HRA Approval is listed below.   
 
	 Document   
	Version   
	Date   

	Copies of advertisement materials for research participants [Advertising leaflet]  
	1.1  
	04 January 2017  

	Covering letter on headed paper [cover letter]  
	1  
	11 March 2017  

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Employers' Liability]  
	  
	  

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Public Liability]  
	  
	16 July 2016  

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Insurance letter]  
	1  
	16 July 2016  

	Interview schedules or topic guides for participants [Example Statements and Q-Grid]  
	1.0  
	21 March 2017  

	Interview schedules or topic guides for participants [Q-sort information for study ]  
	2.0  
	07 April 2017  

	Interview schedules or topic guides for participants [Telephone script ]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- patients]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- Healthcare professionals]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Email cover letter- carers]  
	1.1  
	04 January 2017  

	Interview schedules or topic guides for participants [Demographic information sheet for study interview]  
	1.0  
	01 June 2016  

	Interview schedules or topic guides for participants [Q-sort information for study ]  
	1.0  
	01 June 2016  

	Interview schedules or topic guides for participants [Initial sort materials for study]  
	1.0  
	01 June 2016  

	IRAS Application Form [IRAS_Form_17032017]  
	  
	17 March 2017  

	Letter from sponsor [Letter from sponsor]  
	1  
	03 March 2017  

	Letters of invitation to participant [Letter of invitation]  
	2.0  
	07 April 2017  

	Other [PIs certificates of degrees]  
	1  
	23 June 2003  

	Other [Proportionate Review Changes Made Letter]  
	1.0  
	07 April 2017  

	Other [Revised Summary of Study]  
	1.1  
	07 April 2017  

	Other [Schedule of Events]  
	1  
	05 May 2017  

	Other [Statement of Activities]  
	1  
	05 May 2017   

	Participant consent form [Opt- in reply slip ]  
	1.1  
	04 January 2017  

	Participant consent form [Carer]  
	2.0  
	05 May 2017  

	Participant consent form [Healthcare Professional]  
	2.0  
	05 May 2017  

	Participant consent form [Patient]  
	3.0  
	05 May 2017  

	Participant information sheet (PIS) [Useful contact sheet- patients]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [useful contact sheet- healthcare professionals]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [Useful contact sheet- carers]  
	1.0  
	01 June 2016  

	Participant information sheet (PIS) [Patient]  
	3.0  
	05 May 2017  

	Participant information sheet (PIS) [and Consent Form: Adapted]  
	2.0  
	05 May 2017  

	Participant information sheet (PIS) [Carers]  
	3.0  
	05 May 2017  

	Participant information sheet (PIS) [Healthcare Professional]  
	2.0  
	05 May 2017  

	Research protocol or project proposal [Protocol]  
	1.0  
	01 June 2016  

	Summary CV for Chief Investigator (CI) [CV]  
	1  
	11 March 2017  

	Summary CV for supervisor (student research) [Academic supervisors CV]  
	1  
	25 November 2016  

	Summary, synopsis or diagram (flowchart) of protocol in non technical language [Study Schema]  
	1.0  
	01 June 2016  


 
Appendix B - Summary of HRA Assessment 
 This appendix provides assurance to you, the sponsor and the NHS in England that the study, as reviewed for HRA Approval, is compliant with relevant standards. It also provides information and clarification, where appropriate, to participating NHS organisations in England to assist in assessing and arranging capacity and capability. 
For information on how the sponsor should be working with participating NHS organisations in 
England, please refer to the, participating NHS organisations, capacity and capability and Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment criteria) sections in this appendix.  
The following person is the sponsor contact for the purpose of addressing participating organisation questions relating to the study: 
 Name: Miss Danielle Bowden  
Tel: removed
Email: removed 
 HRA assessment criteria  
	Section 
	HRA Assessment Criteria 
	Compliant with Standards 
	Comments 

	1.1 
	IRAS application completed correctly 
	Yes 
	No comments  

	 
	 
	 
	 

	2.1 
	Participant information/consent documents and consent process 
	Yes 
	A non-substantial amendment was made to the Participant Information Sheets and Consent Forms following REC favourable opinion.  This was to add the IRAS ID. 

	 
	 
	 
	 

	3.1 
	Protocol assessment 
	Yes 
	No comments 

	 
	 
	 
	 

	4.1 
	Allocation of responsibilities and rights are agreed and documented  
	Yes 
	The sponsor intends that the Statement of Activities will act as agreement of an NHS organisation to participate.  
 
No additional agreement is expected. 
 

	4.2 
	Insurance/indemnity arrangements assessed 
	Yes 
	Where applicable, independent contractors (e.g. General Practitioners) 

	Section 
	HRA Assessment Criteria 
	Compliant with Standards 
	Comments 

	
	
	
	should ensure that the professional indemnity provided by their medical defence organisation covers the activities expected of them for this research study 

	4.3 
	Financial arrangements assessed  
	Yes 
	According to the Statement of Activities, no funding will be available to support this study at site. 

	 
	 
	 
	 

	5.1 
	Compliance with the Data Protection Act and data security issues assessed 
	Yes 
	No comments 

	5.2 
	CTIMPS – Arrangements for compliance with the Clinical Trials Regulations assessed 
	Not Applicable 
	No comments 

	5.3 
	Compliance with any applicable laws or regulations 
	Yes 
	No comments 

	 
	 
	 
	 

	6.1 
	NHS Research Ethics 
Committee favourable opinion received for applicable studies 
	Yes 
 
	No comments 

	6.2 
	CTIMPS – Clinical Trials Authorisation (CTA) letter received 
	Not Applicable 
	No comments 

	6.3 
	Devices – MHRA notice of no objection received 
	Not Applicable 
	No comments 

	6.4 
	Other regulatory approvals and authorisations received 
	Not Applicable 
	No comments 


 
Participating NHS Organisations in England 
	This provides detail on the types of participating NHS organisations in the study and a statement as to whether the activities at all organisations are the same or different.  

	This is a single site study.  Research activities will be undertaken at site as per protocol and supporting documents.  
 
The Chief Investigator or sponsor should share relevant study documents with participating NHS organisations in England in order to put arrangements in place to deliver the study. The documents 


should be sent to both the local study team, where applicable, and the office providing the research management function at the participating organisation. For NIHR CRN Portfolio studies, the Local LCRN contact should also be copied into this correspondence.  For further guidance on working with participating NHS organisations please see the HRA website. 
 
If chief investigators, sponsors or principal investigators are asked to complete site level forms for participating NHS organisations in England which are not provided in IRAS or on the HRA website, the chief investigator, sponsor or principal investigator should notify the HRA immediately at hra.approval@nhs.net. The HRA will work with these organisations to achieve a consistent approach to information provision.  
 



Confirmation of Capacity and Capability  
	This describes whether formal confirmation of capacity and capability is expected from participating NHS organisations in England. 

	Participating NHS organisations in England will be expected to formally confirm their capacity and capability to host this research.  
· Following issue of this letter, participating NHS organisations in England may now confirm to the sponsor their capacity and capability to host this research, when ready to do so. How capacity and capacity will be confirmed is detailed in the Allocation of responsibilities and rights are agreed and documented (4.1 of HRA assessment criteria) section of this appendix.  
· The Assessing, Arranging, and Confirming document on the HRA website provides further information for the sponsor and NHS organisations on assessing, arranging and confirming capacity and capability. 
 


 
Principal Investigator Suitability 
	This confirms whether the sponsor position on whether a PI, LC or neither should be in place is correct for each type of participating NHS organisation in England and the minimum expectations for education, training and experience that PIs should meet (where applicable). 

	As detailed in the Statement of Activities, there will be a Principal Investigator at site. 
 
The Statement of Activities does not detail that the sponsor will provide any training or that the sponsor expects that any training in particular has been undertaken by the research team.  
 
GCP training is not a generic training expectation, in line with the HRA statement on training expectations. 


 
HR Good Practice Resource Pack Expectations 
	This confirms the HR Good Practice Resource Pack expectations for the study and the pre-engagement checks that should and should not be undertaken 

	Where arrangements are not already in pace, researchers requiring access to site would be expected to obtain a Letter of Access based on standard DBS checks and occupational health clearance.   


Other Information to Aid Study Set-up  
	This details any other information that may be helpful to sponsors and participating NHS organisations in England to aid study set-up. 

	The applicant has indicated that they do not intend to apply for inclusion on the NIHR CRN Portfolio. 
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· Do you have any patients with a diagnosis of dementia (diagnosed in the last 12 months)? 
· Is the severity of the dementia classed as mild or moderate?
· Do you think they would be suitable and willing to take part in a research project?

We aim to explore quality of life for people living with dementia from their perspective, that of their carers and healthcare professionals


	[image: C:\Users\danielle\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.IE5\YE1B38SE\coaching[1].jpg] 

	
If you would like to discuss the study further, please contact: 
Danielle Bowden (Principal Researcher)
Address: Removed
Email: Removed        Telephone: Removed


Advertising Leaflet, Version 1.1, 04/01/2017
Appendix E: Invitation letter
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LETTER OF INVITATION
Title of Project: Quality of life for people living with early stage dementia

Dear……………………………..,
Thank you for thinking about taking part in this research.  
I would like to formally invite you to take part in this study. 
It is about the quality of life for people living with dementia, for those who care for a person with dementia, and for those who provide healthcare (professionals) for a person who has dementia. 
We are looking for people with dementia, carers’ and healthcare professionals’ to take part. If you are interested in taking part, please find enclosed an information sheet which has more information about the study. 
If you would like to take part in the study please complete the opt-in reply slip and return the opt-in slip to the member of staff who gave it to you. The researcher will contact you to arrange a time and date that is convenient to meet with you.  

If you have any questions, you can contact me on Removed or Removed
Thank you for your time in considering this request.
Yours sincerely

______________________
Danielle Bowden
Principal Investigator 
Participant Invitation Letter, Version 2.0, 07/04/2016
Appendix F: Information sheets 
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PATIENT PARTICIPANT INFORMATION SHEET 
Title of Project:  Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

We would like to invite you to take part in a study. This study is exploring quality of life in people living with dementia to help us understand and make suggestions for service improvement and support.  The study is being carried out as part of a doctoral qualification. 
Before you decide whether to take part it is important for you to understand why the research is being done, and what it will involve.  Please take time to read the following information carefully and discuss it with others if you wish. Ask me if anything is unclear or if you would like more information. Take time to decide if you wish to take part.
Part 1

What is the purpose of the study? 
This study is looking at the quality of life in people living with early stage dementia. This will help us gain a better understanding of aspects related to quality of life in people who live with dementia, and what the important factors are in relation to ‘good’ quality of life.  It will also help us to understand and make suggestions on what services should be thinking about when supporting a person living with dementia. 

Why have I been invited? 
You have been invited to participate because you have difficulties with your thinking skills and have recently received a diagnosis of dementia. In total, 15-20 people with dementia, carers and healthcare professionals will be recruited to take part in the study.
 
Do I have to take part? 
No, it is up to you to decide, it is completely voluntary.  If you do decide to take part after reading this information sheet, you will be asked to complete an opt-in reply slip which will permit me to contact you to arrange a time and date to meet. You will be asked to sign a consent form when we meet. You will be free to withdraw from the study up until data analysis, without giving a reason and without it affecting any care you receive from services now or in the future.  Any data collected would then be deleted from the study.  

What will I have to do? 
If you would like to take part, please complete the opt-in reply slip for the researcher to make contact with you.  

The researcher will make an appointment to meet with you, either at the clinic you usually attend, your home or Staffordshire University.

At the meeting there will be time to discuss the study and any questions you have will be answered.  You will then be asked if you consent to take part in the study.  If so, the researcher will ask you to complete a consent form.  The researcher will then collect some demographic information including about your diagnosis of dementia.  You will then be asked to complete a card sorting task (Q-sort), involving placing a number of cards showing various beliefs about the quality of life for people with dementia, and factors impacting this, in order of personal understanding.  At the end of the meeting you will be asked for feedback and if there is anything else you would like to add.  

The meeting will last around 45 minutes and will be audio recorded on a digital voice recorder.  Your Q-sort will also be photographed. You will not be included in the photograph.     

It may not be necessary for everyone who completes an opt-in reply slip to take part. This might be for lots of reasons such as if the researcher thinks you might have difficulties completing the sort. Or it might be that you do not meet the inclusion criteria. You will be informed if this is the case, by letter.
Will I be reimbursed for my participation?
You will not receive any payments for taking part in the study. The researcher will visit you at the location of your choice to complete the card sorting task. Any information that needs to be sent by post will be paid for by the study.



What are the possible benefits of taking part? 
We cannot promise that the study will help you, but the information we gather will hopefully help to improve the care of people with dementia and add to the current literature on quality of life for people with dementia. You may find completing the card sort useful and insightful. 

What are the possible risks of taking part?
Completing the card sort may make you feel upset, worried, or low in mood. The study could make you think about your diagnosis of dementia or the thinking problems you may have because of the dementia. Please do let the researcher know if you experience any of these symptoms before or during the study. If you experience any of these symptoms and they persist, we have provided a useful contact list with some relevant organisations that may be helpful to you. Alternatively you can contact your GP. 

If you do want to take part in the study please read part two which provides you with a little more detail on the study. 
Part 2

What will happen if I choose to withdraw? 
You can withdraw from the study at any point before data analysis stage and your results will be removed from the study and destroyed. Your care will not be affected. 

What if I want to take part but my carer does not want to? 
You can still take part even if your carer does not want to. The study will not ask you to identify who cares for you. The study will only require your understanding of quality of life.   


Will my taking part in the study be kept confidential? 
Yes, data we obtain about you as part of your participation will remain confidential. The research team may access your medical records to explore eligibility to take part in the study and for participation purposes. We will follow ethical and legal practice and all information about you will be handled in confidence. Procedures for handling, processing, storing and destroying your data will conform to the Data Protection Act (1998) guidance. Data from your medical notes will also be used. 
The researcher’s clinical supervisor may access your medical record to find information that you may not know such as type of dementia you have been diagnosed with. The researcher will not be accessing your medical records.

Whilst the research is being conducted, the data will be stored in a locked cabinet at the NHS Trust and/or Staffordshire University. Data that identifies you will be kept separately from the outcomes of the discussion and the card sorting task. 

The Principal Investigator and the project supervisors will be the only people to view your data. The data will solely be used for the purposes of this study. 
Your data will be anonymised at the earliest possibility and your name will not appear in any publications arising from this study. On completion of the study, the data will be completely anonymised and stored at the NHS Trust and/or Staffordshire University for 10 years, then securely disposed of after this.

What will happen to the results of the research study?  
Your individual results will be only used for the purpose of this study. Participants often want to know the results of the study. These results may be published in a journal, but your anonymity will not be disclosed and the findings will be reported as a whole study. If you would like to read the final project you can contact the researcher and upon completion a copy can be forwarded to you. The results of the study will form part of a Clinical Psychology doctoral thesis undertaken by Danielle Bowden who will work under the supervision of Dr Helen Combes, Clinical Psychologist at the University of Staffordshire and Dr Darren Perry, Consultant Clinical Psychologist.

Who has reviewed the study? 
All research in the NHS is looked at by an independent group of people, called a Research Ethics Committee to protect your safety, rights, wellbeing and dignity. This study has been reviewed and given approval by Tyne and Wear South, Health and Research Committee. It has also been subject to scientific review by Staffordshire University Faculty of Health Sciences Research Ethics Committee.
Who is organising and funding the research? 
The sponsor of the study is Staffordshire University. 
What if there is a problem? 
If you wish to make a complaint about any aspect regarding the way you have been treated during this study, there are a number of means to do so. You are welcome to contact the Principal Investigator, or alternatively either of the project supervisors, who will do their best to answer your questions and support you with your concerns 
If you remain unhappy and would like to make a more formal complaint, then you can follow the NHS complaints procedure by contacting the Patient Advice and Liaison Service on Removed, or Removed (Freephone), or via email Removed
In the event that something does go wrong and you are harmed during the research and this is due to someone’s negligence then you may have grounds for a legal action for compensation against Removed NHS Trust or Staffordshire University, but you may have to pay your legal costs. The normal National Health Service complaints mechanisms will still be available to you. 
Who can I contact for further information?
If you have any further queries about the study, then please do not hesitate to contact the Principal Investigator or the project supervisors using the contact details below.

Principal Investigator: Danielle Bowden on telephone Removed or email Removed
Project Supervisors: Dr Helen Combes on telephone Removed	 or email: Removed; Dr Darren Perry on telephone Removed or email: Removed 
If you feel you would like to talk to someone about your dementia, please refer to the useful contacts sheet provided including details on gaining support or advice on dementia. 
Alternatively, contact your GP.








Participant Information Sheet: Patients, Version 3.0, 05/05/2017,  IRAS ID: 217686  
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CARER PARTICIPANT INFORMATION SHEET 
Title of Project:  Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

We would like to invite you to take part in a study. This study is exploring quality of life in people living with dementia to help us understand and make suggestions for service improvement and support.  The study is being carried out as part of a doctoral qualification. 
Before you decide whether to take part it is important for you to understand why the research is being done, and what it will involve.  Please take time to read the following information carefully and discuss it with others if you wish. Ask me if anything is unclear or if you would like more information. Take time to decide if you wish to take part.
Part 1

What is the purpose of the study? 
This study is looking at the quality of life in people living with early stage dementia. This will help us gain a better understanding of aspects related to quality of life in people who live with dementia, and what the important factors are in relation to ‘good’ quality of life.  It will also help us to understand and make suggestions on what services should be thinking about when supporting a person living with dementia. 

Why have I been invited? 
You have been invited to participate because you are, or will be, a carer for a person living with dementia.  In total, 15-20 people with dementia, their carers and healthcare professionals will be recruited to take part in the study.



Do I have to take part? 
No, it is up to you to decide, it is completely voluntary.  If you do decide to take part, you will be asked to complete an opt-in reply slip which will permit me to contact you to discuss the study further and answer any questions you may have. You will also be given this information sheet to keep, and be asked to sign a consent form.  You will be free to withdraw from the study up until data analysis, without giving a reason and without it affecting any care you receive from services now or in the future.  Any data collected would then be deleted from the study.  

What will I have to do? 
If you would like to take part, please complete the opt-in reply slip for the researcher to make contact with you.  

The researcher will make an appointment to meet with you, either at the clinic you usually attend with the person with dementia, your home or Staffordshire University.

At the meeting there will be time to discuss the study and any questions you have will be answered.  You will then be asked if you consent to take part in the study.  If so, the researcher will ask you to complete a consent form. The researcher will then collect some demographic information including about your relationship with the person with dementia who you care for.  You will then be asked to complete a card sorting task (Q-sort), involving placing a number of cards showing various beliefs about the quality of life for people with dementia, and factors impacting this, in order of personal understanding.  At the end of the meeting you will be asked for feedback and if there is anything else you would like to add.  

The meeting will last around 45 minutes and will be audio recorded on a digital voice recorder.  Your Q-sort will also be photographed. You will not be included in the photograph.    

It may not be necessary for everyone who completes an opt-in reply slip to take part; you will be informed if this is the case, by letter. 

Will I be reimbursed for my participation?
You will not receive any payments for taking part in the study. The researcher will visit you at the location of your choice to complete the card sorting task. Any information that needs to be sent by post will be paid for by the study.

What are the possible benefits of taking part? 
We cannot promise that the study will help you, but the information we gather will hopefully help to improve the care of people with dementia and add to the current literature on quality of life for people with dementia. You may find completing the card sort useful and insightful. 

What are the possible risks of taking part?
Completing the card sort may make you upset, worried or low in mood. It may make you feel concerned about the person you are supporting. If you experience any of these feelings you can share your concerns about the person you are caring for with a member of staff who is working with the person or their GP. If you have concerns for yourself you can contact your own GP or use the useful contact sheet which includes local services that support people who are caring for someone with dementia. 

If you do want to take part in the study please read part two which provides you with a little more detail on the study. 

Part 2

What will happen if I choose to withdraw? 
You can withdraw from the study at any point before data analysis stage and your results will be removed from the study and destroyed.

What if I want to take part but my client/relative does not want to? 
 You can still take part even if your relative or client does not want to. The study will not ask you to identify who you are caring for. The study will only require your understanding of quality of life for people with dementia more generally.    

Will my taking part in the study be kept confidential? 
Yes, data we obtain about you as part of your participation will remain confidential. We will follow ethical and legal practice and all information about you will be handled in confidence. Procedures for handling, processing, storing and destroying your data will conform to the Data Protection Act (1998) guidance.  Data will be collected from yourselves through discussions and the card sorting task. 

Whilst the research is being conducted, the data will be stored in a locked cabinet at the NHS Trust and/or Staffordshire University. Data that identifies you will be kept separately from the outcomes of the discussion and the card sorting task. 

The Principal Investigator and the project supervisors will be the only people to view your data. The data will solely be used for the purposes of this study. 

Your data will be anonymised at the earliest possibility and your name will not appear in any publications arising from this study. On completion of the study, the data will be completely anonymised and stored at the NHS Trust and/or Staffordshire University for 10 years, then securely disposed of after this.

What will happen to the results of the research study?  
Your individual results will be only used for the purpose of this study. Participants often want to know the results of the study. These results may be published in a journal, but your anonymity will not be disclosed and the findings will be reported as a whole study. If you would like to read the final project you can contact the researcher and upon completion a copy can be forwarded to you. The results of the study will form part of a Clinical Psychology doctoral thesis undertaken by Danielle Bowden who will work under the supervision of Dr Helen Combes, Clinical Psychologist at the University of Staffordshire and Dr Darren Perry, Consultant Clinical Psychologist.

Who has reviewed the study? 
[bookmark: _Hlk489451277]All research in the NHS is looked at by an independent group of people, called a Research Ethics Committee to protect your safety, rights, wellbeing and dignity. This study has been reviewed and given approval by Tyne and Wear South, Health and Research Committee. It has also been subject to scientific review by Staffordshire University Faculty of Health Sciences Research Ethics Committee.
Who is organising and funding the research? 
The sponsor of the study is Staffordshire University. 
What if there is a problem? 
If you wish to make a complaint about any aspect regarding the way you have been treated during this study, there are a number of means to do so. You are welcome to contact the Principal Investigator, or alternatively either of the project supervisors, who will do their best to answer your questions and support you with your concerns. 
If you remain unhappy and would like to make a more formal complaint, then you can follow the NHS complaints procedure by contacting the Patient Advice and Liaison Service on Removed, or Removed (Freephone), or via email Removed
In the event that something does go wrong and you are harmed during the research and this is due to someone’s negligence then you may have grounds for a legal action for compensation against Removed NHS Trust or Staffordshire University, but you may have to pay your legal costs.  The normal National Health Service complaints mechanisms will still be available to you. 

Who can I contact for further information?
If you have any further queries about the study, then please do not hesitate to contact the Principal Investigator or the project supervisors using the contact details below.

Principal Investigator: Danielle Bowden on telephone Removed or email Removed
Project Supervisors: Dr Helen Combes on telephone Removed	 or email: Removed; Dr Darren Perry on telephone Removed or email: Removed

If you feel you would like further information about dementia, or need support, please refer to the useful contact sheet provided.








Participant Information Sheet: Carers, Version 3.0, 05/05/2017 IRAS ID: 217686 
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HEALTHCARE PROFESSIONAL PARTICIPANT INFORMATION SHEET
Title of Project:  Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

We would like to invite you to take part in a study. This study is exploring quality of life in people living with dementia to help us understand and make suggestions for service improvement and support.  The study is being carried out as part of a doctoral qualification. 
Before you decide whether to take part it is important for you to understand why the research is being done, and what it will involve.  Please take time to read the following information carefully and discuss it with others if you wish. Ask me if anything is unclear or if you would like more information. Take time to decide if you wish to take part.
Part 1

What is the purpose of the study? 
This study is looking at the quality of life in people living with early stage dementia. This will help us gain a better understanding of aspects related to quality of life in people who live with dementia, and what the important factors are in relation to ‘good’ quality of life.  It will also help us to understand and make suggestions on what services should be thinking about when supporting a person living with dementia. 

Why have I been invited? 
You have been invited to participate because you are a healthcare professional working with people who have dementia and/or have specialist knowledge in dementia. In total, 15-20 people with dementia, carers and healthcare professionals will be recruited to take part in the study.

Do I have to take part? 
No, it is up to you to decide, it is completely voluntary.  If you do decide to take part, you will be asked to complete an opt-in reply slip which will permit me to contact you to discuss the study further and answer any questions you may have. You will also be given this information sheet to keep, and be asked to sign a consent form.  You will be free to withdraw from the study up until data analysis, without giving a reason.  Any data collected would then be deleted from the study.

What will I have to do? 
If you would like to take part, please complete the opt-in reply slip for the researcher to make contact with you. The researcher will make an appointment to meet with you, either at your place of work or Staffordshire University.

At the meeting there will be time to discuss the study and any questions you have will be answered.  You will then be asked if you consent to take part in the study.  If so, the researcher will ask you to complete a consent form.  The researcher will then collect some demographic information including about your occupational status.  You will then be asked to complete a card sorting task (Q-sort), involving placing a number of cards showing various beliefs about the quality of life for people with dementia, and factors impacting this, in order of personal understanding.  At the end of the meeting you will be asked for feedback and if there is anything else you would like to add.  

The meeting will last around 45 minutes and will be audio recorded on a digital voice recorder.  Your Q-sort will also be photographed. You will not be included in the photograph.     

It may not be necessary for everyone who completes an opt-in reply slip to take part; you will be informed if this is the case, by letter. 
Will I be reimbursed for my participation? 
You will not receive any payments for taking part in the study. The researcher will visit you at one of the specified locations of your choice to complete the card sorting task. Any information that needs to be sent by post will be paid for by the study.

What are the possible benefits of taking part? 
We cannot promise that the study will help you, but the information we gather will hopefully help to improve the care of people with dementia and add to the current literature on quality of life for people with dementia. You may find completing the card sort useful and insightful. 


What are the possible risks of taking part?
Completing the card sort may make you think about a particular client you have worked with or are working with. This may make you upset, worried or low in mood. It may make you feel concerned about the person you are supporting. If you experience this you should speak with your supervisor or line manager. You may also choose to speak with the persons GP if you have any risk issues specifically about a client.  

If you do want to take part in the study please read part two which provides you with a little more detail on the study. 

Part 2

What will happen if I choose to withdraw? 
You can withdraw from the study at any point before data analysis stage and your results will be removed from the study and destroyed. 

Will my taking part in the study be kept confidential? 
Yes, data we obtain about you as part of your participation will remain confidential. We will follow ethical and legal practice and all information about you will be handled in confidence. Procedures for handling, processing, storing and destroying your data will conform to the Data Protection Act (1998) guidance. Data will be collected from yourselves through discussions and the card sorting task. 

Whilst the research is being conducted, the data will be stored in a locked cabinet at the NHS Trust and/or Staffordshire University. Data that identifies you will be kept separately from the outcomes of the discussion and the card sorting task. 

The Principal Investigator and the project supervisors will be the only people to view your data. The data will solely be used for the purposes of this study. 
Your data will be anonymised at the earliest possibility and your name will not appear in any publications arising from this study. On completion of the study, the data will be completely anonymised and stored at the NHS Trust and/or Staffordshire University for 10 years, then securely disposed of after this.

What will happen to the results of the research study?  
Your individual results will be only used for the purpose of this study. Participants often want to know the results of the study. These results may be published in a journal, but your anonymity will not be disclosed and the findings will be reported as a whole study. If you would like to read the final project you can contact the researcher and upon completion a copy can be forwarded to you. The results of the study will form part of a Clinical Psychology doctoral thesis undertaken by Danielle Bowden who will work under the supervision of Dr Helen Combes, Clinical Psychologist at the University of Staffordshire and Dr Darren Perry, Consultant Clinical Psychologist at the NHS Trust.

Who has reviewed the study? 
All research in the NHS is looked at by an independent group of people, called a Research Ethics Committee to protect your safety, rights, wellbeing and dignity. This study has been reviewed and given approval by Tyne and Wear South, Health and Research Committee. It has also been subject to scientific review by Staffordshire University Faculty of Health Sciences Research Ethics Committee.
Who is organising and funding the research? 
The sponsor of the study is Staffordshire University. 
What if there is a problem? 
If you wish to make a complaint about any aspect regarding the way you have been treated during this study, there are a number of means to do so. You are welcome to contact the Principal Investigator, or alternatively either of the project supervisors, who will do their best to answer your questions and support you with your concerns 
If you remain unhappy and would like to make a more formal complaint, then you can contact Human Resources on Removed.
In the event that something does go wrong and you are harmed during the research and this is due to someone’s negligence then you may have grounds for a legal action for compensation against Removed NHS Trust or Staffordshire University, but you may have to pay your legal costs. 
Who can I contact for further information?
If you have any further queries about the study, then please do not hesitate to contact the Principal Investigator or the project supervisors using the contact details below.

Principal Investigator: Danielle Bowden on telephone Removed or email Removed Project Supervisors: Dr Helen Combes on telephone Removed	 or email: Removed; or Dr Darren Perry on telephone Removed or email: Removed
If you feel you would like further information about dementia, please refer to the attached useful resource sheet on dementia.  If you feel you need support for your own wellbeing, please refer to the useful contact sheet provided, including details about staff support groups. Alternatively, contact your GP.
Participant Information Sheet: Healthcare Professionals, Version 2.0, 05/05/2017 IRAS ID: 217686
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ADAPTED PARTICIPANT INFORMATION SHEET 
Title of Project:  Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
[image: ]Can you help with our research?

[image: ]Some people living with dementia find it hard to:
	Remember
[image: ] 
	Manage Mood 
[image: ]
	Manage Physical  Problems


	Talk
[image: ]
	Understand
[image: ]
	



This may affect their quality of life. 
[image: ]What is the study about? 

The study is about quality of life for people living with early stage dementia.

We will be looking at the views of people living with dementia, carers and staff working with people with dementia.

[image: ]You can decide if you want to take part. It is your choice. 

If you decide to take part:
[image: ]
	
[image: ]You can stop at any time. You will not need to give a reason. 
[image: ]
[image: ]You will still receive all your normal care.

[image: ][image: Image result for delete images]Your information will be deleted from the study. 


[image: ]What will I have to do?


1. Talk to the researcher to get general information such as your age. 

[image: Image result for talk to researcher pictures for learning disabilities]

1. Complete a card sorting task, with help from the researcher. 
[image: ]




1. A carer and or a member of staff will also complete this task at a different time. 

[image: ]
This can be done at a time that is good for you.


Card Sorting Task 

[image: ]We want to know what is important to you to have a good quality of life since getting dementia. 


You will be given some cards. Each card will say something about the quality of life and things that might affect this. 

You will be asked to put these cards in order, depending on how important they are to you, to have a good quality of life. 
[image: ]
[image: ]



[image: ]How long?

It could take up to 45 minutes minutes to complete the task. 


What will happen to my information?
[image: ]
· All of your information will be confidential. 

· [image: ]This means that we will not share information about you unless you are at risk of harming yourself. 

· Your name will NOT be used. 

· Information will be kept in a locked filing cabinet. 


What are the benefits? 

· We will understand more about the quality of life of people living with dementia.

· It may improve services. 

· It may not benefit you directly.

What will happen to the research? 

Danielle is training to be a Clinical Psychologist.
[image: ] 
Results will be written up as a Doctoral Thesis. Please ask if you would like a copy of the results.

Appendix G: Opt in reply slip
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OPT-IN REPLY SLIP
	I am interested in volunteering for the Quality of Life study
	|_| (please tick)

	I agree to be contacted by the researcher
	[bookmark: Check3]|_| (please tick)

	I prefer to be contacted by Telephone / Email / No Preference (please circle) 

	Name: 

	Address:

	Email:
	Telephone:

	I am a: Patient |_| / Carer |_| / Healthcare Professional |_| (please tick)

	TO BE COMPLETED BY RELEVANT MEMBER OF STAFF for patient specific needs (e.g. medical, psychiatric or psychological risk, visual/hearing difficulties, wheelchair access etc.):



	ALL INFORMATION PROVIDED WILL BE KEPT SECURE & CONFIDENTIAL

	Researcher: Danielle Bowden, Removed
Telephone: Removed       Email: Removed


Participant Opt-in Reply Slip, Version 1.1, 04/01/2017
Appendix H: Email cover letters
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CARER EMAIL COVER LETTER
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

Dear [Insert Name], 
This email is to confirm that you would like to take part in the study, looking at quality of life for people living with early stage dementia.  The purpose of this email is to discuss arrangements to meet for your study interview.
The days and times available are as follows: 
· [Insert Date/Time]
· [Insert Date/Time]

Please confirm where you would like your study interview to take place: 
Memory Clinic      Home 	Staffordshire University 	
Upon your reply to this email, I will respond confirming arrangements and further instruction.  In the meantime, please do not hesitate to contact me if you have any further queries. Please note that you are free to change your mind about taking part up until the point of data analysis.  
I look forward to meeting you and thank you once again for your time. 
Yours sincerely 
_______________
Danielle Bowden 
Researcher 
Tel: Removed	Email: Removed
Email Cover Letter: Carers, Version 1.1, 04/01/2017
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HEALTHCARE PROFESSIONAL EMAIL COVER LETTER
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
Dear [Insert Name], 
This email is to confirm that you would like to take part in the study, looking at quality of life for people living with early stage dementia.  The purpose of this email is to discuss arrangements to meet for your study interview.

The days and times available are as follows: 
· [Insert Date/Time]
· [Insert Date/Time]

Please confirm where you would like your study interview to take place: 
Place of Work      Staffordshire University 	Home 	
Upon your reply to this email, I will respond confirming arrangements and further instruction.  In the meantime, please do not hesitate to contact me if you have any further queries. Please note that you are free to change your mind about taking part up until the point of data analysis.  
I look forward to meeting you and thank you once again for your time. 
Yours sincerely 
_______________
Danielle Bowden 
Researcher 
Tel: Removed	Email: Removed
Email Cover Letter: Healthcare Professionals, Version 1.1, 04/01/2017
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PATIENT EMAIL COVER LETTER
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

Dear [Insert Name], 
This email is to confirm that you would like to take part in the research study, looking at quality of life for people living with early stage dementia.  The purpose of this email is to discuss arrangements to meet for your study interview.
The days and times available are as follows: 
· [Insert Date/Time]
· [Insert Date/Time]
Please confirm where you would like your study interview to take place: 
Memory Clinic      Home 	Staffordshire University 	

Upon your reply to this email, I will respond confirming arrangements and further instruction.  In the meantime, please do not hesitate to contact me if you have any further queries. 
Please note that you are free to change your mind about taking part up until the point of data analysis, and your care will not be affected. 
I look forward to meeting you and thank you once again for your time. 
Yours sincerely 
_________________
Danielle Bowden 
Researcher 
Tel: Removed	Email:  Removed   
Email Cover Letter: Patients, Version 1.1, 04/01/2017

Appendix I: Telephone script
TELEPHONE SCRIPT
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 

· Introductions 
· Inform potential participants of purpose of contact
· To arrange a time and date to meet
· To arrange a place to meet 
· Ask who will be there 
· If home environment is preferred: 
· Ask potential participants to confirm their address
· Ask who will be at home at the time of the meeting
· Ask if there is a flat surface where paperwork and the study task can be completed (table etc.) 
· Complete risk assessment with potential participant (as required)
· Ask potential participants if they have any questions or queries
· Thank potential participants for their time











Telephone Script, Version 1.1, 04/01/2017

Appendix J: Consent form(s)
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PATIENT CONSENT FORM
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
Please initial box 
1. I confirm that I have read and understand the information sheet Version 3.0, dated 05/05/2017, for the above study.  I have had the opportunity to consider the information and ask questions.

2. I understand that my participation is voluntary and that I am free to withdraw up until data analysis without giving any reason, and without my care or legal rights being affected.

3. I understand that relevant sections of my medical record may be accessed by staff working with you, for study eligibility and participation purposes. The researcher’s clinical supervisor will also access my record for information I might not know about my dementia. I give permission for these persons to have access to my medical record.

4. I understand that relevant data collected during the study may be looked at by individuals from the research team, research supervisors, and the NHS Trust where it is relevant to my taking part in this research.  I give permission for these individuals to have access to this data.

5. I understand that my participation is confidential and agree for anonymised quotes to be used in reports and publications.

6. I agree to my interview being audio recorded. 

7. I agree to my Q-sort being photographed.  

8. I agree to take part in the above study.

9. I would like to receive information on the outcome of the study.

Name of Participant:		Date:		     Signature:			

Name of Researcher:		Date:			Signature:		
2 copies: 1 patient, 1 researcher. Consent Form: Patients, Version 3.0, 05/05/2017, IRAS ID: 217686
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HEALTHCARE PROFESSIONAL CONSENT FORM
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
Please initial box 
1. I confirm that I have read and understand the information sheet version 2.0 dated 05/05/2017 for the above study. I have had the opportunity to consider the information and ask questions.
	
1. I understand that my participation is voluntary and that I am free to withdraw up until data analysis without giving any reason.

1. I understand that relevant data collected during the study may be looked at by individuals from the research team, the research supervisors, and the NHS Trust where it is relevant to my taking part in this research.  I give permission for these individuals to have access to this data.   

1. I understand that my participation is confidential and agree for anonymised quotes to be used in reports and publications.   

1. I agree to my interview being audio recorded.

1. I agree for my Q-sort to be photographed.

1. I agree to take part in the above study.

1. I would like to receive information on the outcome of the study. 


Name of Participant:		Date:		     Signature:			

Name of Researcher:		Date:		Signature:			

2 copies: 1 patient, 1 researcher.
Consent Form: Healthcare Professionals, Version 2.0, 05/05/2017 IRAS ID: 217686
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CARER CONSENT FORM
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
Please initial box 
1. I confirm that I have read and understand the information sheet version 3.0 dated 05/05/2017 for the above study.  I have had the opportunity to consider the information and ask questions.

2. I understand that my participation is voluntary and that I am free to withdraw up until data analysis without giving any reason, and without my care or legal rights being affected.

3. I understand that relevant data collected during the study may be looked at by individuals from the research team, the research supervisors, and the NHS Trust where it is relevant to my taking part in this research.  I give permission for these individuals to have access to this data.

4. I understand that my participation is confidential and agree for anonymised quotes to be used in reports and publications.

5. I agree to my interview being audio recorded. 

6. I agree for my Q-sort to be photographed. 

7. I agree to take part in the above study.

8. I would like to receive information on the outcome of the study.
Name of Participant:		Date:		     Signature:			

Name of Researcher:		Date:		___Signature:			
2 copies: 1 patient, 1 researcher. Consent Form: Carers, Version 2.0, 05/05/2017 IRAS ID: 217686
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ADAPTED CONSENT FORM 
Do you understand?
[image: ]

[image: ]Do you want to take part? [image: ]

Please sign our consent form.
Thank you

If you have any questions please contact
Danielle Bowden

(See information sheet for contact details) 

Appendix K: Q-Sort information
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Q-SORT INFORMATION
Title of Project: Quality of life for people living with dementia.
Name of Researcher: Danielle Bowden 

INFORMATION TO BE READ TO THE PARTICIPANT AT INTERVIEW

· Here is a set of cards.  I want you to look through them one at a time and sort them into 3 piles. Put the ones that are most important to you / to people who live with dementia here. The ones that are least important here and the ones that are neutral/no opinion here (point to where).

· Now I want you to place the cards on this grid here depending on what you think are important factors related to quality of life for people living with dementia. If you think the statement is most important would place it up here or if it is least important, you might place it over here. If you think it does not really matter, you might put it here (point to where and provide an example as necessary).  

· We can pause for a break if you feel you are getting tired and I can help you with placing the cards if this is difficult.  I can also remind you of what we are doing throughout the study and read out or explain the cards if you need me to. 

· Do you have any questions?  


Q-Sort Information, Version 2.0, 07/04/2017
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Appendix L: Demographic information sheet
DEMOGRAPHIC INFORMATION CHECKLIST
	Age:
	

	Gender:
	

	Occupation (if applicable):
	

	Level of education (PLWD only): 
	

	Form of dementia:
	

	Date of diagnosis:
	

	Living arrangements:
	

	Family support: 
	

	Relationship to the patient (if applicable) quality of the relationship:
	

	Job title (healthcare professionals’ only):
	



Study Feedback
	Relevance of statements? 

	

	

	

	Anything not captured?

	

	

	Is the study related to the topic?

	

	

	


Demographic Information Checklist, Version 1.0, 01/06/2016
Appendix M: Sources of support
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PATIENT USEFUL CONTACT LIST
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
	Name of Organisation
	Contact
	Website

	Age Concern - Information about dementia.
	0800 169 65 65 (advice line)
	http://www.ageuk.org.uk/health-wellbeing/conditions-illnesses/dementia/what-is-dementia/  

	Alzheimer’s Society - Supporting people with dementia.
	020 7423 3500
	https://www.alzheimers.org.uk/  


	Approach - A charity organisation to support older people with dementia and their carers.
	01782 214999
	http://www.approachstaffordshire.co.uk/

	NHS Choices - Information about dementia. 
	NA
	http://www.nhs.uk/Conditions/dementia-guide/Pages/about-dementia.aspx 

	Young Onset Dementia -Useful information about young onset dementia and places to seek support in your area.
	01993 776295
	https://www.youngdementiauk.org/about-young-onset-dementia-0



Alternatively, please contact your GP.
Danielle Bowden (Telephone: Removed)
Useful Contact List: Patients, Version 1.0, 01/06/2016
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CARER USEFUL CONTACT LIST
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden
	Name of Organisation
	Contact 
	Website

	Age Concern - Information for carers. 
	0800 169 65 65 (advice line)
	http://www.ageuk.org.uk/health-wellbeing/conditions-illnesses/dementia/help-and-support/ 

	Alzheimer’s Society - Supporting people with dementia.
Caring for someone with dementia.
	020 7423 3500
	https://www.alzheimers.org.uk/ 


https://www.alzheimers.org.uk/caring

	Approach - A charity organisation to support older people with dementia and their carers.
	01782 214999
	http://www.approachstaffordshire.co.uk/

	NHS Choices - Caring for someone with dementia. 
	N/A
	http://www.nhs.uk/conditions/dementia-guide/pages/dementia-carers.aspx 

	Young Onset Dementia -
Useful information about young onset dementia and places to seek support in your area.
	01993 776295
	https://www.youngdementiauk.org/about-young-onset-dementia-0


 
Alternatively, please contact your GP, or if your concerns are about the person you are caring for, speak with their GP or a healthcare professional working with the person.  
Danielle Bowden (Telephone: Removed)
Useful Contact List: Carers, Version 1.0, 01/06/2016
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HEALTHCARE PROFESSIONAL USEFUL CONTACT LIST
Title of Project: Quality of life for people living with early stage dementia
Name of Researcher: Danielle Bowden 
	Name of Organisation
	Contact 
	Website

	Age Concern - Information about dementia.
	0800 169 65 65 (advice line)
	http://www.ageuk.org.uk/health-wellbeing/conditions-illnesses/dementia/what-is-dementia/ 

	Approach - A charity organisation to support older people with dementia and their carers.
	01782 214999
	http://www.approachstaffordshire.co.uk/

	Alzheimer’s Society - Supporting people with dementia
Information for professionals. 

	020 7423 3500
	https://www.alzheimers.org.uk/

https://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=1211

	NICE Guidelines - Supporting people with dementia. 
	NA
	http://www.nice.org.uk/cg42

	Young Onset Dementia - Useful information about young onset dementia and places to seek support in your area.
	01993 776295
	https://www.youngdementiauk.org/about-young-onset-dementia-0

	Staff Support and Counselling Services
	Removed Ext Removed
	Removed


Alternatively, please speak to your line manager or supervisor.  
A useful and insightful recommended book is Still Alice by Lisa Genova.
Danielle Bowden (Telephone: Removed)
Useful Contact List: Healthcare Professionals, Version 1.0, 01/06/2016 
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Appendix O: Ken Q outputs and crib sheets 
	Unrotated Factor Matrix
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	Respondent
	Factor 1
	Factor 2
	Factor 3
	Factor 4
	Factor 5
	Factor 6
	Factor 7

	Participant 1
	0.6795
	-0.4427
	0.182
	-0.0552
	0.0023
	-0.3605
	0.0993

	Participant 2
	0.5688
	0.0247
	0.0005
	-0.3106
	0.0847
	-0.1131
	-0.2437

	Participant 3
	0.5035
	-0.1979
	0.0314
	0.2132
	0.0398
	0.3675
	-0.1956

	Participant 4
	0.715
	-0.0535
	0.0027
	0.2987
	0.0805
	0.1669
	0.1444

	Participant 5
	0.4281
	-0.4867
	0.2297
	-0.1597
	0.0208
	0.1501
	-0.134

	Participant 6
	0.627
	-0.3194
	0.0867
	0.087
	0.0066
	0.0115
	-0.1729

	Participant 7
	0.4621
	-0.2433
	0.0483
	0.1046
	0.0096
	-0.0805
	0.1979

	Participant 8
	0.5859
	0.1049
	0.0092
	0.1076
	0.0101
	0.2281
	0.222

	Participant 9
	0.4722
	0.5388
	0.3086
	-0.1145
	0.011
	0.2513
	0.3412

	Participant 10
	0.5783
	0.0931
	0.0072
	-0.0907
	0.0065
	0.3892
	-0.1497

	Participant 11
	0.4855
	-0.1701
	0.023
	-0.0778
	0.0047
	-0.1597
	0.2807

	Participant 12
	0.6489
	0.4034
	0.1489
	0.3747
	0.1324
	-0.1529
	-0.2391

	Participant 13
	0.345
	-0.1228
	0.0117
	-0.4283
	0.176
	-0.0149
	-0.2886

	Participant 14
	0.5114
	0.2813
	0.0674
	-0.4972
	0.2572
	-0.033
	0.0068

	Participant 15
	0.5295
	0.2083
	0.0362
	-0.2446
	0.0508
	-0.0944
	0.1179

	Participant 16
	0.4227
	0.1858
	0.0286
	0.329
	0.0992
	-0.381
	0.074

	Participant 17
	0.459
	0.1926
	0.0308
	0.4591
	0.2146
	-0.1502
	0.0058

	Eigenvalues
	4.9478
	1.3476
	0.2226
	1.267
	0.1892
	0.8283
	0.6422

	% Explained Variance
	29
	8
	1
	7
	1
	5
	4



Cumulative Communalities Matrix
	Cumulative Communalities Matrix
	
	
	
	
	
	
	

	Respondent
	Factor 1
	Factor 2
	Factor 3
	Factor 4
	Factor 5
	Factor 6
	Factor 7

	Participant 1
	0.4618
	0.6578
	0.6909
	0.6939
	0.6939
	0.8239
	0.8338

	Participant 2
	0.3235
	0.3241
	0.3241
	0.4206
	0.4278
	0.4406
	0.5

	Participant 3
	0.2535
	0.2927
	0.2937
	0.3391
	0.3407
	0.4757
	0.514

	Participant 4
	0.5112
	0.5141
	0.5141
	0.6033
	0.6098
	0.6377
	0.6585

	Participant 5
	0.1833
	0.4202
	0.473
	0.4985
	0.4989
	0.5214
	0.5394

	Participant 6
	0.3931
	0.4951
	0.5026
	0.5102
	0.5102
	0.5103
	0.5402

	Participant 7
	0.2136
	0.2728
	0.2751
	0.286
	0.2861
	0.2926
	0.3318

	Participant 8
	0.3433
	0.3543
	0.3544
	0.366
	0.3661
	0.4181
	0.4674

	Participant 9
	0.223
	0.5133
	0.6085
	0.6216
	0.6217
	0.6849
	0.8013

	Participant 10
	0.3345
	0.3432
	0.3433
	0.3515
	0.3515
	0.5029
	0.5253

	Participant 11
	0.2357
	0.2646
	0.2651
	0.2712
	0.2712
	0.2967
	0.3755

	Participant 12
	0.4211
	0.5839
	0.6061
	0.7465
	0.764
	0.7874
	0.8446

	Participant 13
	0.119
	0.1341
	0.1342
	0.3176
	0.3486
	0.3488
	0.4321

	Participant 14
	0.2615
	0.3406
	0.3451
	0.5923
	0.6585
	0.6596
	0.6596

	Participant 15
	0.2803
	0.3237
	0.325
	0.3848
	0.3874
	0.3963
	0.4102

	Participant 16
	0.1787
	0.2132
	0.214
	0.3222
	0.332
	0.4772
	0.4827

	Participant 17
	0.2107
	0.2478
	0.2487
	0.4595
	0.5055
	0.5281
	0.5281

	cumulative % explained variance
	29
	37
	38
	45
	46
	51
	55




Factor Matrix with Defining Sorts Flagged
	Factor Matrix with Defining Sorts Flagged
	
	
	
	
	
	
	
	
	

	No.
	Respond.
	FG
	Factor 1
	flag
	Factor 2
	flag
	Factor 3
	flag
	Factor 4
	flag
	h2

	1
	Participant 1
	F1-1
	0.7814
	Flagged
	0.1596
	
	0.0211
	
	0.2398
	
	0.6939

	2
	Participant 2
	F4-4
	0.3096
	
	0.1232
	
	-0.0629
	
	0.5528
	Flagged
	0.4206

	3
	Participant 3
	F1-5
	0.4584
	Flagged
	0.3493
	
	-0.0691
	
	0.0471
	
	0.3391

	4
	Participant 4
	F2-3
	0.4636
	
	0.5929
	Flagged
	-0.1026
	
	0.162
	
	0.6032

	5
	Participant 5
	F1-2
	0.6776
	Flagged
	-0.0755
	
	0.0947
	
	0.1568
	
	0.4984

	6
	Participant 6
	F1-3
	0.6359
	Flagged
	0.2804
	
	-0.0481
	
	0.158
	
	0.5103

	7
	Participant 7
	F1-4
	0.4721
	Flagged
	0.2309
	
	-0.0527
	
	0.0841
	
	0.286

	8
	Participant 8
	F2-5
	0.2631
	
	0.457
	Flagged
	-0.051
	
	0.2921
	
	0.366

	9
	Participant 9
	F4-2
	-0.085
	
	0.4342
	
	0.33
	
	0.563
	Flagged
	0.6217

	10
	Participant 10
	F4-6
	0.2653
	
	0.3106
	
	-0.0504
	
	0.4267
	Flagged
	0.3514

	11
	Participant 11
	F1-6
	0.4211
	Flagged
	0.1504
	
	-0.0656
	
	0.2589
	
	0.2712

	12
	Participant 12
	F2-1
	0.0971
	
	0.8111
	Flagged
	0.121
	
	0.254
	
	0.7464

	13
	Participant 13
	F4-5
	0.2957
	
	-0.1514
	
	-0.045
	
	0.4531
	Flagged
	0.3177

	14
	Participant 14
	F4-1
	0.0863
	
	0.0756
	
	0.0543
	
	0.7591
	Flagged
	0.5924

	15
	Participant 15
	F4-3
	0.1506
	
	0.2276
	
	0.0053
	
	0.5571
	Flagged
	0.3849

	16
	Participant 16
	F2-4
	0.1106
	
	0.5519
	Flagged
	-0.002
	
	0.0733
	
	0.3223

	17
	Participant 17
	F2-2
	0.1284
	
	0.6656
	Flagged
	-0.0056
	
	0.0022
	
	0.4596

	% Expln Var
	
	
	16
	
	16
	
	1
	
	13
	
	





	Free Distribution Data Results
	

	
	
	

	Respondent
	Mean
	Standard Deviation

	Participant 1
	0
	2.688

	Participant 2
	0
	2.688

	Participant 3
	0
	2.688

	Participant 4
	0
	2.688

	Participant 5
	0
	2.688

	Participant 6
	0
	2.688

	Participant 7
	0
	2.688

	Participant 8
	0
	2.688

	Participant 9
	0
	2.688

	Participant 10
	0
	2.688

	Participant 11
	0
	2.688

	Participant 12
	0
	2.688

	Participant 13
	0
	2.688

	Participant 14
	0
	2.688

	Participant 15
	0
	2.688

	Participant 16
	0
	2.688

	Participant 17
	0
	2.688




Factor Scores with Corresponding Ranks
	
	Factor Scores with Corresponding Ranks
	
	
	
	
	
	
	

	State Num
	Statement
	State Num
	Factor 1
	Factor 1
	Factor 2
	Factor 2
	Factor 4
	Factor 4

	
	
	
	Z-score
	Rank
	Z-score
	Rank
	Z-score
	Rank

	1
	To not have other health conditions to deal with
	1
	-0.41
	30
	-0.62
	31
	0.1
	22

	2
	To get help with other physical conditions
	2
	-0.3
	27
	-0.81
	35
	-0.57
	31

	3
	To be able to sleep well
	3
	1.51
	4
	0.04
	23
	0.68
	12

	4
	To be able to manage pain levels
	4
	-0.42
	31
	-0.89
	37
	-0.37
	28

	5
	To be physically active
	5
	1.5
	5
	0.62
	17
	0.17
	20

	6
	To feel more motivated or interested to do things
	6
	-0.53
	33
	0.25
	21
	-0.06
	24

	7
	To have medication to manage mood and anxiety
	7
	-1.14
	39
	-0.59
	30
	2.04
	1

	8
	To put a 'happy' face on
	8
	-1.85
	44
	-1.5
	43
	-0.99
	36

	9
	To be able to manage everyday frustrations
	9
	0.45
	15
	0.64
	16
	0.58
	15

	10
	To be able to laugh instead of cry
	10
	-0.95
	38
	0.7
	14
	0.11
	21

	11
	To be able to manage the risk of falls at home 
	11
	0.33
	19
	-0.81
	34
	0.4
	19

	12
	To be able to live at home for as long as possible
	12
	1.76
	1
	1.41
	5
	1.42
	4

	13
	To be able to get out of the house
	13
	0.61
	12
	1.26
	6
	0.5
	18

	14
	To learn ways to manage the memory difficulties
	14
	-0.2
	25
	1.16
	7
	1.12
	7

	15
	To be able to still make decisions
	15
	1.59
	2
	0.79
	10
	1.23
	5

	16
	To have medication to manage the progression of the dementia
	16
	0.79
	10
	0.1
	22
	1.57
	3

	17
	To be aware of own needs
	17
	-0.24
	26
	-0.59
	29
	0.09
	23

	18
	To have family living nearby
	18
	0.58
	13
	1.04
	8
	1.23
	6

	19
	To be able to engage in family events and activities
	19
	1.24
	8
	-0.77
	33
	0.96
	9

	20
	To attend groups with carers’ / loved ones’
	20
	-0.52
	32
	-1.12
	40
	-1.47
	43

	21
	For carers’ / loved ones’ to have support to care for themselves
	21
	1.47
	6
	0.62
	18
	0.54
	17

	22
	To have grandchildren visiting
	22
	-0.14
	23
	0.3
	19
	1.04
	8

	23
	For family to have information to be able to manage the dementia
	23
	0.66
	11
	-0.02
	24
	0.63
	13

	24
	To have an understanding husband / wife / partner
	24
	1.52
	3
	1.5
	3
	-0.43
	29

	25
	To have good neighbours
	25
	-1.64
	43
	-0.2
	26
	-0.61
	32

	26
	To be around other people with dementia
	26
	-1.39
	41
	-1.77
	44
	-1.9
	45

	27
	To be able to think and talk about past experiences
	27
	0.41
	16
	-0.54
	28
	0.75
	10

	28
	To have a religion to support coping
	28
	-1.96
	45
	-2.26
	45
	-1.14
	39

	29
	To attend social groups alone without carers’ / loved ones’
	29
	-0.53
	34
	-1.01
	38
	-0.86
	34

	30
	To be able to keep hold of identity / role within the family
	30
	1.32
	7
	0.75
	11
	-0.35
	27

	31
	To be able to manage the fear I have from the diagnosis
	31
	0.5
	14
	0.64
	15
	0.74
	11

	32
	To be able to use adapted equipment in the house
	32
	-0.39
	29
	-1.37
	42
	-0.91
	35

	33
	To have enough money to live
	33
	0.03
	22
	1.67
	2
	-0.24
	26

	34
	To feel part of society
	34
	-0.94
	37
	-0.85
	36
	-1.23
	40

	35
	To reduce the stigma associated with the dementia
	35
	-0.88
	36
	-1.27
	41
	-1.08
	37

	36
	To keep my driving licence
	36
	-1.31
	40
	1.43
	4
	1.88
	2

	37
	To have support from local services
	37
	0.39
	17
	-0.13
	25
	-0.08
	25

	38
	To have short term plans to look forward to
	38
	0.38
	18
	0.3
	20
	-0.46
	30

	39
	To be around my pet(s)
	39
	-1.56
	42
	1.68
	1
	-0.66
	33

	40
	To be able to listen to music
	40
	-0.17
	24
	0.73
	13
	-1.46
	42

	41
	To be able to read a book
	41
	-0.72
	35
	-1.04
	39
	-1.33
	41

	42
	To be able to go on holiday
	42
	-0.33
	28
	0.85
	9
	-1.09
	38

	43
	To have people believe what I say
	43
	1.05
	9
	-0.36
	27
	0.58
	14

	44
	To be able to have time alone
	44
	0.22
	20
	-0.69
	32
	-1.61
	44

	45
	To be able to still do things that I used to do
	45
	0.19
	21
	0.74
	12
	0.55
	16

	Factor Score Correlations
	

	
	
	
	

	
	Factor 1
	Factor 2
	Factor 4

	Factor 1
	1
	0.4383
	0.4455

	Factor 2
	0.4383
	1
	0.4681

	Factor 4
	0.4455
	0.4681
	1



	Factor 1
	 Sorts Weight

	
	

	Q-Sort
	Weight

	Participant 1
	2.006074

	Participant 6
	1.067567

	Participant 7
	0.607458

	Participant 3
	0.58031

	Participant 11
	0.51185

	Participant 5
	1.252923



	Factor 1
	Sorts Correlations
	
	
	
	

	Q-Sort
	Participant 1
	Participant 6
	Participant 7
	Participant 3
	Participant 11
	Participant 5

	Participant 1
	100
	50
	55
	35
	48
	53

	Participant 6
	50
	100
	39
	49
	30
	47

	Participant 7
	55
	39
	100
	23
	28
	30

	Participant 3
	35
	49
	23
	100
	21
	36

	Participant 11
	48
	30
	28
	21
	100
	12

	Participant 5
	53
	47
	30
	36
	12
	100



	
	Factor Scores for  Factor 1
	
	
	
	
	
	
	
	

	State Num
	Statement
	Z-score
	Composite Sort
	Raw Sort Pt 1
	Raw Sort Pt 6
	Raw Sort Pt 7
	Raw Sort Pt 3
	Raw Sort Pt 11
	Raw Sort Pt 5

	12
	To be able to live at home for as long as possible
	1.755
	5
	5
	4
	5
	2
	5
	0

	15
	To be able to still make decisions
	1.593
	5
	4
	1
	3
	5
	3
	3

	24
	To have an understanding husband / wife / partner
	1.515
	4
	3
	3
	4
	3
	2
	3

	3
	To be able to sleep well
	1.512
	4
	3
	4
	3
	0
	2
	4

	5
	To be physically active
	1.505
	4
	5
	1
	3
	1
	4
	2

	21
	For carers’ / loved ones’ to have support to care for themselves
	1.473
	3
	2
	5
	-1
	5
	2
	4

	30
	To be able to keep hold of identity / role within the family
	1.323
	3
	2
	5
	0
	3
	2
	3

	19
	To be able to engage in family events and activities
	1.242
	3
	2
	3
	5
	-2
	4
	3

	43
	To have people believe what I say
	1.053
	3
	0
	2
	4
	4
	-1
	5

	16
	To have medication to manage the progression of the dementia
	0.788
	2
	4
	1
	-4
	0
	3
	1

	23
	For family to have information to be able to manage the dementia
	0.664
	2
	3
	-2
	0
	4
	1
	1

	13
	To be able to get out of the house
	0.611
	2
	3
	0
	3
	0
	-1
	0

	18
	To have family living nearby
	0.58
	2
	0
	3
	1
	2
	-1
	2

	31
	To be able to manage the fear I have from the diagnosis
	0.5
	2
	1
	0
	-1
	4
	2
	1

	9
	To be able to manage everyday frustrations
	0.449
	1
	0
	4
	1
	0
	1
	0

	27
	To be able to think and talk about past experiences
	0.406
	1
	0
	0
	0
	2
	-5
	5

	37
	To have support from local services
	0.394
	1
	4
	-3
	1
	-2
	-4
	2

	38
	To have short term plans to look forward to
	0.379
	1
	0
	1
	0
	0
	-3
	4

	11
	To be able to manage the risk of falls at home 
	0.332
	1
	2
	0
	-2
	-1
	1
	1

	44
	To be able to have time alone
	0.215
	0
	2
	2
	2
	0
	-2
	-3

	45
	To be able to still do things that I used to do
	0.192
	0
	1
	2
	-2
	1
	5
	-3

	33
	To have enough money to live
	0.033
	0
	0
	2
	2
	1
	-2
	-2

	22
	To have grandchildren visiting
	-0.136
	0
	-2
	3
	-3
	3
	1
	-1

	40
	To be able to listen to music
	-0.174
	0
	1
	-2
	2
	1
	0
	-3

	14
	To learn ways to manage the memory difficulties
	-0.195
	0
	0
	1
	2
	-1
	-3
	-2

	17
	To be aware of own needs
	-0.236
	0
	-1
	-1
	1
	-2
	4
	-1

	2
	To get help with other physical conditions
	-0.299
	-1
	-1
	-2
	-1
	2
	0
	0

	42
	To be able to go on holiday
	-0.329
	-1
	-1
	2
	-3
	-3
	-1
	0

	32
	To be able to use adapted equipment in the house
	-0.387
	-1
	1
	-4
	-2
	-2
	0
	0

	1
	To not have other health conditions to deal with
	-0.409
	-1
	-1
	-2
	0
	-3
	-3
	2

	4
	To be able to manage pain levels
	-0.424
	-1
	-1
	-3
	0
	-5
	1
	2

	20
	To attend groups with carers’ / loved ones’
	-0.525
	-2
	-2
	0
	-4
	2
	-2
	0

	6
	To feel more motivated or interested to do things
	-0.532
	-2
	1
	-3
	1
	-4
	3
	-4

	29
	To attend social groups alone without carers’ / loved ones’
	-0.533
	-2
	-2
	0
	2
	-1
	-1
	-2

	41
	To be able to read a book
	-0.715
	-2
	-3
	0
	-1
	-2
	-4
	1

	35
	To reduce the stigma associated with the dementia
	-0.879
	-2
	-2
	-1
	-2
	-3
	0
	-2

	34
	To feel part of society
	-0.943
	-3
	-3
	-2
	4
	-1
	0
	-4

	10
	To be able to laugh instead of cry
	-0.95
	-3
	-4
	-1
	-1
	1
	-2
	-1

	7
	To have medication to manage mood and anxiety
	-1.139
	-3
	-3
	-3
	-3
	-5
	3
	-1

	36
	To keep my driving licence
	-1.306
	-3
	-2
	-1
	-2
	-4
	-4
	-4

	26
	To be around other people with dementia
	-1.387
	-4
	-3
	-4
	-3
	-3
	-3
	-1

	39
	To be around my pet(s)
	-1.563
	-4
	-5
	-4
	-4
	3
	0
	-3

	25
	To have good neighbours
	-1.636
	-4
	-4
	-5
	0
	0
	0
	-5

	8
	To put a 'happy' face on
	-1.854
	-5
	-4
	-5
	-5
	-4
	-2
	-2

	28
	To have a religion to support coping
	-1.962
	-5
	-5
	-1
	-5
	-1
	-5
	-5




	Factor 2
	 Sorts Weight

	Q-Sort
	Weight

	Participant 12
	2.370403

	Participant 17
	1.195163

	Participant 4
	0.914371

	Participant 16
	0.793745

	Participant 8
	0.57762



	Factor 2
	Sorts Correlations
	
	
	

	Q-Sort
	Participant 12
	Participant 17
	Participant 4
	Participant 16
	Participant 8

	Participant 12
	100
	53
	47
	51
	40

	Participant 17
	53
	100
	43
	66
	34

	Participant 4
	47
	43
	100
	38
	52

	Participant 16
	51
	66
	38
	100
	27

	Participant 8
	40
	34
	52
	27
	100






	
	Factor Scores for  Factor 2
	
	
	
	
	
	
	

	State Num
	Statement
	Z-score
	Composite sort
	Raw Sort
 Pt 12
	Raw Sort 
Pt 17
	Raw Sort
 Pt 4
	Raw Sort 
Pt 16
	Raw Sort 
Pt 8

	39
	To be around my pet(s)
	1.676
	5
	3
	5
	2
	5
	3

	33
	To have enough money to live
	1.673
	5
	3
	4
	2
	5
	5

	24
	To have an understanding husband / wife / partner
	1.496
	4
	1
	5
	5
	4
	4

	36
	To keep my driving licence
	1.434
	4
	5
	4
	-3
	4
	1

	12
	To be able to live at home for as long as possible
	1.409
	4
	4
	2
	4
	3
	-1

	13
	To be able to get out of the house
	1.256
	3
	4
	3
	0
	3
	0

	14
	To learn ways to manage the memory difficulties
	1.155
	3
	5
	1
	0
	0
	2

	18
	To have family living nearby
	1.038
	3
	4
	1
	3
	-3
	3

	42
	To be able to go on holiday
	0.854
	3
	2
	4
	1
	3
	-4

	15
	To be able to still make decisions
	0.79
	2
	3
	-1
	1
	0
	5

	30
	To be able to keep hold of identity / role within the family
	0.747
	2
	2
	0
	4
	1
	0

	45
	To be able to still do things that I used to do
	0.739
	2
	0
	1
	5
	2
	3

	40
	To be able to listen to music
	0.727
	2
	1
	3
	2
	0
	2

	10
	To be able to laugh instead of cry
	0.701
	2
	1
	1
	3
	0
	4

	31
	To be able to manage the fear I have from the diagnosis
	0.637
	1
	2
	-2
	3
	2
	2

	9
	To be able to manage everyday frustrations
	0.636
	1
	2
	0
	1
	2
	1

	5
	To be physically active
	0.624
	1
	0
	3
	1
	4
	0

	21
	For carers’ / loved ones’ to have support to care for themselves
	0.621
	1
	1
	3
	2
	2
	-3

	22
	To have grandchildren visiting
	0.304
	1
	3
	-2
	2
	-5
	2

	38
	To have short term plans to look forward to
	0.3
	0
	2
	2
	-1
	-1
	-3

	6
	To feel more motivated or interested to do things
	0.252
	0
	-1
	2
	1
	2
	1

	16
	To have medication to manage the progression of the dementia
	0.096
	0
	1
	-1
	0
	0
	0

	3
	To be able to sleep well
	0.043
	0
	0
	-3
	0
	3
	3

	23
	For family to have information to be able to manage the dementia
	-0.015
	0
	0
	-1
	3
	0
	-3

	37
	To have support from local services
	-0.128
	0
	-1
	0
	0
	1
	0

	25
	To have good neighbours
	-0.199
	0
	0
	2
	-3
	1
	-5

	43
	To have people believe what I say
	-0.355
	-1
	-2
	2
	0
	-4
	2

	27
	To be able to think and talk about past experiences
	-0.542
	-1
	-2
	0
	-1
	-2
	1

	17
	To be aware of own needs
	-0.589
	-1
	-2
	0
	-1
	-2
	0

	7
	To have medication to manage mood and anxiety
	-0.593
	-1
	-1
	-2
	-3
	1
	-1

	1
	To not have other health conditions to deal with
	-0.625
	-1
	-3
	0
	0
	0
	-1

	44
	To be able to have time alone
	-0.693
	-2
	-2
	0
	-2
	-1
	-2

	19
	To be able to engage in family events and activities
	-0.766
	-2
	-3
	-3
	4
	-3
	0

	11
	To be able to manage the risk of falls at home 
	-0.807
	-2
	0
	-2
	-5
	-3
	-1

	2
	To get help with other physical conditions
	-0.811
	-2
	-2
	-2
	-2
	-2
	1

	34
	To feel part of society
	-0.848
	-2
	0
	-5
	-1
	-3
	-2

	4
	To be able to manage pain levels
	-0.892
	-3
	-5
	1
	-2
	-1
	4

	29
	To attend social groups alone without carers’ / loved ones’
	-1.014
	-3
	-1
	-3
	-5
	-1
	-2

	41
	To be able to read a book
	-1.035
	-3
	-1
	-4
	-2
	-4
	-1

	20
	To attend groups with carers’ / loved ones’
	-1.122
	-3
	-3
	-3
	-3
	1
	-2

	35
	To reduce the stigma associated with the dementia
	-1.272
	-4
	-3
	-1
	-4
	-1
	-5

	32
	To be able to use adapted equipment in the house
	-1.369
	-4
	-4
	-1
	-2
	-4
	-2

	8
	To put a 'happy' face on
	-1.504
	-4
	-4
	-4
	-1
	-2
	-3

	26
	To be around other people with dementia
	-1.774
	-5
	-4
	-4
	-4
	-2
	-4

	28
	To have a religion to support coping
	-2.257
	-5
	-5
	-5
	-4
	-5
	-4



	Factor 4
	 Sorts Weight

	Q-Sort
	Weight

	Participant 14
	1.791402

	Participant 9
	0.824352

	Participant 15
	0.807868

	Participant 2
	0.796096

	Participant 13
	0.570209

	Participant 10
	0.521632



	Factor 4
	Sorts Correlations
	
	
	
	

	Q-Sort
	Participant 14
	Participant 9
	Participant 15
	Participant 2
	Participant 13
	Participant 10

	Participant 14
	100
	43
	58
	43
	28
	35

	Participant 9
	43
	100
	46
	31
	-6
	48

	Participant 15
	58
	46
	100
	42
	6
	25

	Participant 2
	43
	31
	42
	100
	46
	38

	Participant 13
	28
	-6
	6
	46
	100
	36

	Participant 10
	35
	48
	25
	38
	36
	100





	
	Factor Scores for  Factor 4
	
	
	
	
	
	
	
	

	State Num
	Statement
	Z-score
	Composite Sort
	Raw Sort Pt 14
	Raw Sort Pt 9
	Raw Sort Pt 15
	Raw Sort Pt 2
	Raw Sort Pt 13
	Raw Sort Pt 10

	7
	To have medication to manage mood and anxiety
	2.035
	5
	5
	5
	4
	2
	4
	1

	36
	To keep my driving licence
	1.878
	5
	5
	4
	5
	3
	-2
	3

	16
	To have medication to manage the progression of the dementia
	1.567
	4
	4
	2
	2
	4
	5
	-1

	12
	To be able to live at home for as long as possible
	1.425
	4
	3
	5
	2
	3
	-1
	3

	15
	To be able to still make decisions
	1.232
	4
	4
	3
	3
	0
	-1
	2

	18
	To have family living nearby
	1.226
	3
	1
	0
	5
	5
	1
	4

	14
	To learn ways to manage the memory difficulties
	1.12
	3
	4
	-1
	4
	3
	-1
	0

	22
	To have grandchildren visiting
	1.037
	3
	2
	4
	3
	-1
	-1
	5

	19
	To be able to engage in family events and activities
	0.957
	3
	3
	1
	1
	2
	2
	0

	27
	To be able to think and talk about past experiences
	0.749
	2
	2
	1
	-1
	1
	2
	4

	31
	To be able to manage the fear I have from the diagnosis
	0.739
	2
	2
	0
	0
	5
	-1
	1

	3
	To be able to sleep well
	0.683
	2
	1
	2
	4
	1
	0
	-1

	23
	For family to have information to be able to manage the dementia
	0.633
	2
	0
	-1
	1
	4
	3
	3

	43
	To have people believe what I say
	0.583
	2
	0
	3
	2
	1
	0
	2

	9
	To be able to manage everyday frustrations
	0.579
	1
	-1
	1
	2
	3
	5
	0

	45
	To be able to still do things that I used to do
	0.553
	1
	0
	1
	0
	4
	1
	2

	21
	For carers’ / loved ones’ to have support to care for themselves
	0.536
	1
	2
	-3
	0
	2
	3
	2

	13
	To be able to get out of the house
	0.503
	1
	0
	2
	3
	0
	0
	2

	11
	To be able to manage the risk of falls at home 
	0.405
	1
	3
	-1
	-4
	0
	4
	1

	5
	To be physically active
	0.172
	0
	2
	-2
	1
	0
	1
	-3

	10
	To be able to laugh instead of cry
	0.106
	0
	3
	-1
	-1
	-4
	0
	1

	1
	To not have other health conditions to deal with
	0.096
	0
	1
	0
	-2
	1
	0
	0

	17
	To be aware of own needs
	0.094
	0
	1
	0
	3
	-2
	-2
	-1

	6
	To feel more motivated or interested to do things
	-0.064
	0
	-1
	1
	1
	2
	0
	-4

	37
	To have support from local services
	-0.078
	0
	-2
	2
	0
	0
	2
	0

	33
	To have enough money to live
	-0.235
	0
	0
	3
	0
	-2
	-3
	-3

	30
	To be able to keep hold of identity / role within the family
	-0.346
	-1
	0
	0
	1
	-4
	-2
	0

	4
	To be able to manage pain levels
	-0.373
	-1
	1
	-2
	-4
	-5
	3
	3

	24
	To have an understanding husband / wife / partner
	-0.432
	-1
	-5
	2
	-3
	2
	2
	5

	38
	To have short term plans to look forward to
	-0.464
	-1
	-1
	-4
	-2
	1
	3
	-1

	2
	To get help with other physical conditions
	-0.566
	-1
	-2
	-3
	0
	-1
	1
	1

	25
	To have good neighbours
	-0.606
	-2
	-1
	-1
	0
	-1
	-3
	-2

	39
	To be around my pet(s)
	-0.665
	-2
	-3
	4
	-5
	-2
	-2
	4

	29
	To attend social groups alone without carers’ / loved ones’
	-0.858
	-2
	-1
	-4
	-3
	-1
	2
	-3

	32
	To be able to use adapted equipment in the house
	-0.907
	-2
	-2
	0
	2
	-5
	-3
	-3

	8
	To put a 'happy' face on
	-0.993
	-2
	-2
	0
	-1
	-3
	-4
	-2

	35
	To reduce the stigma associated with the dementia
	-1.078
	-3
	-3
	-5
	-4
	0
	4
	-1

	42
	To be able to go on holiday
	-1.093
	-3
	0
	-2
	-3
	-2
	-5
	-5

	28
	To have a religion to support coping
	-1.143
	-3
	-3
	3
	-5
	-1
	-5
	-2

	34
	To feel part of society
	-1.233
	-3
	-2
	-2
	-1
	-4
	-4
	-2

	41
	To be able to read a book
	-1.327
	-4
	-3
	-3
	-3
	0
	-2
	-4

	40
	To be able to listen to music
	-1.465
	-4
	-4
	-2
	-2
	-3
	0
	-4

	20
	To attend groups with carers’ / loved ones’
	-1.469
	-4
	-4
	-4
	-2
	-3
	1
	-2

	44
	To be able to have time alone
	-1.606
	-5
	-5
	-3
	-1
	-3
	-3
	0

	26
	To be around other people with dementia
	-1.905
	-5
	-4
	-5
	-2
	-2
	-4
	-5
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	Descending Array of Differences Between Factor 1  and  Factor 2
	
	
	

	State Num
	Statement
	Factor 1
	Factor 2
	Difference

	19
	To be able to engage in family events and activities
	1.242
	-0.766
	2.008

	3
	To be able to sleep well
	1.512
	0.043
	1.469

	43
	To have people believe what I say
	1.053
	-0.355
	1.408

	11
	To be able to manage the risk of falls at home 
	0.332
	-0.807
	1.139

	32
	To be able to use adapted equipment in the house
	-0.387
	-1.369
	0.982

	27
	To be able to think and talk about past experiences
	0.406
	-0.542
	0.948

	44
	To be able to have time alone
	0.215
	-0.693
	0.908

	5
	To be physically active
	1.505
	0.624
	0.881

	21
	For carers’ / loved ones’ to have support to care for themselves
	1.473
	0.621
	0.852

	15
	To be able to still make decisions
	1.593
	0.79
	0.803

	16
	To have medication to manage the progression of the dementia
	0.788
	0.096
	0.692

	23
	For family to have information to be able to manage the dementia
	0.664
	-0.015
	0.679

	20
	To attend groups with carers’ / loved ones’
	-0.525
	-1.122
	0.597

	30
	To be able to keep hold of identity / role within the family
	1.323
	0.747
	0.576

	37
	To have support from local services
	0.394
	-0.128
	0.522

	2
	To get help with other physical conditions
	-0.299
	-0.811
	0.512

	29
	To attend social groups alone without carers’ / loved ones’
	-0.533
	-1.014
	0.481

	4
	To be able to manage pain levels
	-0.424
	-0.892
	0.468

	35
	To reduce the stigma associated with the dementia
	-0.879
	-1.272
	0.393

	26
	To be around other people with dementia
	-1.387
	-1.774
	0.387

	17
	To be aware of own needs
	-0.236
	-0.589
	0.353

	12
	To be able to live at home for as long as possible
	1.755
	1.409
	0.346

	41
	To be able to read a book
	-0.715
	-1.035
	0.32

	28
	To have a religion to support coping
	-1.962
	-2.257
	0.295

	1
	To not have other health conditions to deal with
	-0.409
	-0.625
	0.216

	38
	To have short term plans to look forward to
	0.379
	0.3
	0.079

	24
	To have an understanding husband / wife / partner
	1.515
	1.496
	0.019

	34
	To feel part of society
	-0.943
	-0.848
	-0.095

	31
	To be able to manage the fear I have from the diagnosis
	0.5
	0.637
	-0.137

	9
	To be able to manage everyday frustrations
	0.449
	0.636
	-0.187

	8
	To put a 'happy' face on
	-1.854
	-1.504
	-0.35

	22
	To have grandchildren visiting
	-0.136
	0.304
	-0.44

	18
	To have family living nearby
	0.58
	1.038
	-0.458

	7
	To have medication to manage mood and anxiety
	-1.139
	-0.593
	-0.546

	45
	To be able to still do things that I used to do
	0.192
	0.739
	-0.547

	13
	To be able to get out of the house
	0.611
	1.256
	-0.645

	6
	To feel more motivated or interested to do things
	-0.532
	0.252
	-0.784

	40
	To be able to listen to music
	-0.174
	0.727
	-0.901

	42
	To be able to go on holiday
	-0.329
	0.854
	-1.183

	14
	To learn ways to manage the memory difficulties
	-0.195
	1.155
	-1.35

	25
	To have good neighbours
	-1.636
	-0.199
	-1.437

	33
	To have enough money to live
	0.033
	1.673
	-1.64

	10
	To be able to laugh instead of cry
	-0.95
	0.701
	-1.651

	36
	To keep my driving licence
	-1.306
	1.434
	-2.74

	39
	To be around my pet(s)
	-1.563
	1.676
	-3.239


	

	
	
	

	
	Descending Array of Differences Between Factor 1  and  Factor 4
	
	
	

	State Num
	Statement
	Factor 1
	Factor 4
	Difference

	24
	To have an understanding husband / wife / partner
	1.515
	-0.432
	1.947

	44
	To be able to have time alone
	0.215
	-1.606
	1.821

	30
	To be able to keep hold of identity / role within the family
	1.323
	-0.346
	1.669

	5
	To be physically active
	1.505
	0.172
	1.333

	40
	To be able to listen to music
	-0.174
	-1.465
	1.291

	20
	To attend groups with carers’ / loved ones’
	-0.525
	-1.469
	0.944

	21
	For carers’ / loved ones’ to have support to care for themselves
	1.473
	0.536
	0.937

	38
	To have short term plans to look forward to
	0.379
	-0.464
	0.843

	3
	To be able to sleep well
	1.512
	0.683
	0.829

	42
	To be able to go on holiday
	-0.329
	-1.093
	0.764

	41
	To be able to read a book
	-0.715
	-1.327
	0.612

	32
	To be able to use adapted equipment in the house
	-0.387
	-0.907
	0.52

	26
	To be around other people with dementia
	-1.387
	-1.905
	0.518

	37
	To have support from local services
	0.394
	-0.078
	0.472

	43
	To have people believe what I say
	1.053
	0.583
	0.47

	15
	To be able to still make decisions
	1.593
	1.232
	0.361

	12
	To be able to live at home for as long as possible
	1.755
	1.425
	0.33

	29
	To attend social groups alone without carers’ / loved ones’
	-0.533
	-0.858
	0.325

	34
	To feel part of society
	-0.943
	-1.233
	0.29

	19
	To be able to engage in family events and activities
	1.242
	0.957
	0.285

	33
	To have enough money to live
	0.033
	-0.235
	0.268

	2
	To get help with other physical conditions
	-0.299
	-0.566
	0.267

	35
	To reduce the stigma associated with the dementia
	-0.879
	-1.078
	0.199

	13
	To be able to get out of the house
	0.611
	0.503
	0.108

	23
	For family to have information to be able to manage the dementia
	0.664
	0.633
	0.031

	4
	To be able to manage pain levels
	-0.424
	-0.373
	-0.051

	11
	To be able to manage the risk of falls at home 
	0.332
	0.405
	-0.073

	9
	To be able to manage everyday frustrations
	0.449
	0.579
	-0.13

	31
	To be able to manage the fear I have from the diagnosis
	0.5
	0.739
	-0.239

	17
	To be aware of own needs
	-0.236
	0.094
	-0.33

	27
	To be able to think and talk about past experiences
	0.406
	0.749
	-0.343

	45
	To be able to still do things that I used to do
	0.192
	0.553
	-0.361

	6
	To feel more motivated or interested to do things
	-0.532
	-0.064
	-0.468

	1
	To not have other health conditions to deal with
	-0.409
	0.096
	-0.505

	18
	To have family living nearby
	0.58
	1.226
	-0.646

	16
	To have medication to manage the progression of the dementia
	0.788
	1.567
	-0.779

	28
	To have a religion to support coping
	-1.962
	-1.143
	-0.819

	8
	To put a 'happy' face on
	-1.854
	-0.993
	-0.861

	39
	To be around my pet(s)
	-1.563
	-0.665
	-0.898

	25
	To have good neighbours
	-1.636
	-0.606
	-1.03

	10
	To be able to laugh instead of cry
	-0.95
	0.106
	-1.056

	22
	To have grandchildren visiting
	-0.136
	1.037
	-1.173

	14
	To learn ways to manage the memory difficulties
	-0.195
	1.12
	-1.315

	7
	To have medication to manage mood and anxiety
	-1.139
	2.035
	-3.174

	36
	To keep my driving licence
	-1.306
	1.878
	-3.184





	Descending Array of Differences Between Factor 2  and  Factor 4
	
	
	

	
	
	
	
	

	State Num
	Statement
	Factor 2
	Factor 4
	Difference

	39
	To be around my pet(s)
	1.676
	-0.665
	2.341

	40
	To be able to listen to music
	0.727
	-1.465
	2.192

	42
	To be able to go on holiday
	0.854
	-1.093
	1.947

	24
	To have an understanding husband / wife / partner
	1.496
	-0.432
	1.928

	33
	To have enough money to live
	1.673
	-0.235
	1.908

	30
	To be able to keep hold of identity / role within the family
	0.747
	-0.346
	1.093

	44
	To be able to have time alone
	-0.693
	-1.606
	0.913

	38
	To have short term plans to look forward to
	0.3
	-0.464
	0.764

	13
	To be able to get out of the house
	1.256
	0.503
	0.753

	10
	To be able to laugh instead of cry
	0.701
	0.106
	0.595

	5
	To be physically active
	0.624
	0.172
	0.452

	25
	To have good neighbours
	-0.199
	-0.606
	0.407

	34
	To feel part of society
	-0.848
	-1.233
	0.385

	20
	To attend groups with carers’ / loved ones’
	-1.122
	-1.469
	0.347

	6
	To feel more motivated or interested to do things
	0.252
	-0.064
	0.316

	41
	To be able to read a book
	-1.035
	-1.327
	0.292

	45
	To be able to still do things that I used to do
	0.739
	0.553
	0.186

	26
	To be around other people with dementia
	-1.774
	-1.905
	0.131

	21
	For carers’ / loved ones’ to have support to care for themselves
	0.621
	0.536
	0.085

	9
	To be able to manage everyday frustrations
	0.636
	0.579
	0.057

	14
	To learn ways to manage the memory difficulties
	1.155
	1.12
	0.035

	12
	To be able to live at home for as long as possible
	1.409
	1.425
	-0.016

	37
	To have support from local services
	-0.128
	-0.078
	-0.05

	31
	To be able to manage the fear I have from the diagnosis
	0.637
	0.739
	-0.102

	29
	To attend social groups alone without carers’ / loved ones’
	-1.014
	-0.858
	-0.156

	18
	To have family living nearby
	1.038
	1.226
	-0.188

	35
	To reduce the stigma associated with the dementia
	-1.272
	-1.078
	-0.194

	2
	To get help with other physical conditions
	-0.811
	-0.566
	-0.245

	15
	To be able to still make decisions
	0.79
	1.232
	-0.442

	36
	To keep my driving licence
	1.434
	1.878
	-0.444

	32
	To be able to use adapted equipment in the house
	-1.369
	-0.907
	-0.462

	8
	To put a 'happy' face on
	-1.504
	-0.993
	-0.511

	4
	To be able to manage pain levels
	-0.892
	-0.373
	-0.519

	3
	To be able to sleep well
	0.043
	0.683
	-0.64

	23
	For family to have information to be able to manage the dementia
	-0.015
	0.633
	-0.648

	17
	To be aware of own needs
	-0.589
	0.094
	-0.683

	1
	To not have other health conditions to deal with
	-0.625
	0.096
	-0.721

	22
	To have grandchildren visiting
	0.304
	1.037
	-0.733

	43
	To have people believe what I say
	-0.355
	0.583
	-0.938

	28
	To have a religion to support coping
	-2.257
	-1.143
	-1.114

	11
	To be able to manage the risk of falls at home 
	-0.807
	0.405
	-1.212

	27
	To be able to think and talk about past experiences
	-0.542
	0.749
	-1.291

	16
	To have medication to manage the progression of the dementia
	0.096
	1.567
	-1.471

	19
	To be able to engage in family events and activities
	-0.766
	0.957
	-1.723

	7
	To have medication to manage mood and anxiety
	-0.593
	2.035
	-2.628





	Factor Q-sort Values for Statements sorted by Consensus vs. Disagreement
	
	
	
	

	
	
	
	
	
	

	State Num
	Statement
	Factor 1
	Factor 2
	Factor 4
	Z-Score Variance

	9
	To be able to manage everyday frustrations
	1
	1
	1
	0.006

	31
	To be able to manage the fear I have from the diagnosis
	2
	1
	2
	0.01

	12
	To be able to live at home for as long as possible
	5
	4
	4
	0.025

	35
	To reduce the stigma associated with the dementia
	-2
	-4
	-3
	0.026

	34
	To feel part of society
	-3
	-2
	-3
	0.027

	29
	To attend social groups alone without carers’ / loved ones’
	-2
	-3
	-2
	0.04

	2
	To get help with other physical conditions
	-1
	-2
	-1
	0.044

	26
	To be around other people with dementia
	-4
	-5
	-5
	0.048

	45
	To be able to still do things that I used to do
	0
	2
	1
	0.052

	37
	To have support from local services
	1
	0
	0
	0.055

	4
	To be able to manage pain levels
	-1
	-3
	-1
	0.055

	41
	To be able to read a book
	-2
	-3
	-4
	0.062

	18
	To have family living nearby
	2
	3
	3
	0.074

	17
	To be aware of own needs
	0
	-1
	0
	0.078

	1
	To not have other health conditions to deal with
	-1
	-1
	0
	0.091

	23
	For family to have information to be able to manage the dementia
	2
	0
	2
	0.098

	6
	To feel more motivated or interested to do things
	-2
	0
	0
	0.104

	15
	To be able to still make decisions
	5
	2
	4
	0.108

	13
	To be able to get out of the house
	2
	3
	1
	0.111

	8
	To put a 'happy' face on
	-5
	-4
	-2
	0.125

	38
	To have short term plans to look forward to
	1
	0
	-1
	0.145

	20
	To attend groups with carers’ / loved ones’
	-2
	-3
	-4
	0.152

	32
	To be able to use adapted equipment in the house
	-1
	-4
	-2
	0.161

	21
	For carers’ / loved ones’ to have support to care for themselves
	3
	1
	1
	0.179

	28
	To have a religion to support coping
	-5
	-5
	-3
	0.222

	22
	To have grandchildren visiting
	0
	1
	3
	0.234

	27
	To be able to think and talk about past experiences
	1
	-1
	2
	0.298

	5
	To be physically active
	4
	1
	0
	0.306

	11
	To be able to manage the risk of falls at home 
	1
	-2
	1
	0.308

	43
	To have people believe what I say
	3
	-1
	2
	0.343

	16
	To have medication to manage the progression of the dementia
	2
	0
	4
	0.361

	3
	To be able to sleep well
	4
	0
	2
	0.362

	25
	To have good neighbours
	-4
	0
	-2
	0.366

	14
	To learn ways to manage the memory difficulties
	0
	3
	3
	0.395

	10
	To be able to laugh instead of cry
	-3
	2
	0
	0.466

	30
	To be able to keep hold of identity / role within the family
	3
	2
	-1
	0.479

	44
	To be able to have time alone
	0
	-2
	-5
	0.553

	42
	To be able to go on holiday
	-1
	3
	-3
	0.642

	33
	To have enough money to live
	0
	5
	0
	0.711

	19
	To be able to engage in family events and activities
	3
	-2
	3
	0.787

	40
	To be able to listen to music
	0
	2
	-4
	0.809

	24
	To have an understanding husband / wife / partner
	4
	4
	-1
	0.834

	39
	To be around my pet(s)
	-4
	5
	-2
	1.864

	7
	To have medication to manage mood and anxiety
	-3
	-1
	5
	1.92

	36
	To keep my driving licence
	-3
	4
	5
	1.983





	Factor Characteristics
	
	
	

	
	
	
	

	
	Factor 1
	Factor 2
	Factor 4

	No. of Defining Variables
	6
	5
	6

	Avg. Rel. Coef.
	0.8
	0.8
	0.8

	Composite Reliability
	0.96
	0.952
	0.96

	S.E. of Factor Z-scores
	0.2
	0.219
	0.2




	Standard Errors for Differences in Factor Z-scores

	
	
	
	

	
	Factor 1
	Factor 2
	Factor 4

	Factor 1
	0.283
	0.297
	0.283

	Factor 2
	0.297
	0.31
	0.297

	Factor 4
	0.283
	0.297
	0.283







	State Num
	Statement
	State Num
	Factor 1 Q-SV
	Factor 1 Z-score
	Significance
	Factor 2 Q-SV
	Factor 2 Z-score
	Significance
	Factor 4 Q-SV
	Factor 4 Z-score

	3
	To be able to sleep well
	3
	4
	1.51
	*
	0
	0.043
	
	2
	0.683

	5
	To be physically active
	5
	4
	1.5
	*
	1
	0.624
	
	0
	0.172

	21
	For carers’ / loved ones’ to have support to care for themselves
	21
	3
	1.47
	*
	1
	0.621
	
	1
	0.536

	16
	To have medication to manage the progression of the dementia
	16
	2
	0.79
	
	0
	0.096
	
	4
	1.567

	44
	To be able to have time alone
	44
	0
	0.22
	*
	-2
	-0.693
	
	-5
	-1.606

	40
	To be able to listen to music
	40
	0
	-0.17
	*
	2
	0.727
	
	-4
	-1.465

	14
	To learn ways to manage the memory difficulties
	14
	0
	-0.2
	*
	3
	1.155
	
	3
	1.12

	42
	To be able to go on holiday
	42
	-1
	-0.33
	*
	3
	0.854
	
	-3
	-1.093

	20
	To attend groups with carers’ / loved ones’
	20
	-2
	-0.52
	
	-3
	-1.122
	
	-4
	-1.469

	10
	To be able to laugh instead of cry
	10
	-3
	-0.95
	*
	2
	0.701
	
	0
	0.106

	36
	To keep my driving licence
	36
	-3
	-1.31
	*
	4
	1.434
	
	5
	1.878

	39
	To be around my pet(s)
	39
	-4
	-1.56
	*
	5
	1.676
	
	-2
	-0.665

	25
	To have good neighbours
	25
	-4
	-1.64
	*
	0
	-0.199
	
	-2
	-0.606





	Distinguishing Statements for Factor 2
	
	
	
	
	
	
	
	
	
	

	(P < .05 : Asterisk (*) Indicates Significance at P < .01)
	
	
	
	
	
	
	
	
	
	

	Both the Factor Q-Sort Value and the Z-Score (Z-SCR) are Shown
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	

	State Num
	Statement
	State Num
	Factor 1 Q-SV
	Factor 1 Z-score
	Significance
	Factor 2 Q-SV
	Factor 2 Z-score
	Significance
	Factor 4 Q-SV
	Factor 4 Z-score
	Significance

	39
	To be around my pet(s)
	39
	-4
	-1.56
	
	5
	1.68
	*
	-2
	-0.665
	

	33
	To have enough money to live
	33
	0
	0.03
	
	5
	1.67
	*
	0
	-0.235
	

	13
	To be able to get out of the house
	13
	2
	0.61
	
	3
	1.26
	
	1
	0.503
	

	42
	To be able to go on holiday
	42
	-1
	-0.33
	
	3
	0.85
	*
	-3
	-1.093
	

	40
	To be able to listen to music
	40
	0
	-0.17
	
	2
	0.73
	*
	-4
	-1.465
	

	10
	To be able to laugh instead of cry
	10
	-3
	-0.95
	
	2
	0.7
	
	0
	0.106
	

	16
	To have medication to manage the progression of the dementia
	16
	2
	0.79
	
	0
	0.1
	
	4
	1.567
	

	3
	To be able to sleep well
	3
	4
	1.51
	
	0
	0.04
	
	2
	0.683
	

	23
	For family to have information to be able to manage the dementia
	23
	2
	0.66
	
	0
	-0.02
	
	2
	0.633
	

	43
	To have people believe what I say
	43
	3
	1.05
	
	-1
	-0.36
	*
	2
	0.583
	

	27
	To be able to think and talk about past experiences
	27
	1
	0.41
	
	-1
	-0.54
	*
	2
	0.749
	

	44
	To be able to have time alone
	44
	0
	0.22
	
	-2
	-0.69
	*
	-5
	-1.606
	

	19
	To be able to engage in family events and activities
	19
	3
	1.24
	
	-2
	-0.77
	*
	3
	0.957
	

	11
	To be able to manage the risk of falls at home 
	11
	1
	0.33
	
	-2
	-0.81
	*
	1
	0.405
	



	Distinguishing Statements for Factor 4
	
	
	
	
	
	
	
	
	
	

	(P < .05 : Asterisk (*) Indicates Significance at P < .01)
	
	
	
	
	
	
	
	
	
	

	Both the Factor Q-Sort Value and the Z-Score (Z-SCR) are Shown
	
	
	
	
	
	
	
	
	
	

	State Num
	Statement
	State Num
	Factor 1 Q-SV
	Factor 1 Z-score
	Significance
	Factor 2 Q-SV
	Factor 2 Z-score
	Significance
	Factor 4 Q-SV
	Factor 4 Z-score
	Significance

	7
	To have medication to manage mood and anxiety
	7
	-3
	-1.14
	
	-1
	-0.59
	
	5
	2.04
	*

	16
	To have medication to manage the progression of the dementia
	16
	2
	0.79
	
	0
	0.1
	
	4
	1.57
	*

	22
	To have grandchildren visiting
	22
	0
	-0.14
	
	1
	0.3
	
	3
	1.04
	

	3
	To be able to sleep well
	3
	4
	1.51
	
	0
	0.04
	
	2
	0.68
	

	10
	To be able to laugh instead of cry
	10
	-3
	-0.95
	
	2
	0.7
	
	0
	0.11
	

	30
	To be able to keep hold of identity / role within the family
	30
	3
	1.32
	
	2
	0.75
	
	-1
	-0.35
	*

	24
	To have an understanding husband / wife / partner
	24
	4
	1.52
	
	4
	1.5
	
	-1
	-0.43
	*

	38
	To have short term plans to look forward to
	38
	1
	0.38
	
	0
	0.3
	
	-1
	-0.46
	

	39
	To be around my pet(s)
	39
	-4
	-1.56
	
	5
	1.68
	
	-2
	-0.66
	*

	42
	To be able to go on holiday
	42
	-1
	-0.33
	
	3
	0.85
	
	-3
	-1.09
	*

	28
	To have a religion to support coping
	28
	-5
	-1.96
	
	-5
	-2.26
	
	-3
	-1.14
	*

	40
	To be able to listen to music
	40
	0
	-0.17
	
	2
	0.73
	
	-4
	-1.46
	*

	44
	To be able to have time alone
	44
	0
	0.22
	
	-2
	-0.69
	
	-5
	-1.61
	*



	Consensus Statements -- Those That Do Not Distinguish Between ANY Pair of Factors
	
	
	
	
	
	
	

	All Listed Statements are Non-Significant at P > 0.01, and Those Flagged with an * are also Non-Significant at P > 0.05)
	
	
	
	
	
	

	State Num
	Significance
	Statement
	State Num
	Factor 1 Q-SV
	Factor 1 Z-score
	Factor 2 Q-SV
	Factor 2 Z-score
	Factor 4 Q-SV
	Factor 4 Z-score

	1
	
	To not have other health conditions to deal with
	1
	-1
	-0.409
	-1
	-0.62
	0
	0.1

	2
	*
	To get help with other physical conditions
	2
	-1
	-0.299
	-2
	-0.811
	-1
	-0.566

	4
	*
	To be able to manage pain levels
	4
	-1
	-0.424
	-3
	-0.892
	-1
	-0.373

	9
	*
	To be able to manage everyday frustrations
	9
	1
	0.449
	1
	0.636
	1
	0.579

	12
	*
	To be able to live at home for as long as possible
	12
	5
	1.755
	4
	1.409
	4
	1.425

	13
	
	To be able to get out of the house
	13
	2
	0.61
	3
	1.26
	1
	0.5

	17
	
	To be aware of own needs
	17
	0
	-0.236
	-1
	-0.59
	0
	0.09

	18
	
	To have family living nearby
	18
	2
	0.58
	3
	1.038
	3
	1.23

	23
	
	For family to have information to be able to manage the dementia
	23
	2
	0.66
	0
	-0.02
	2
	0.63

	26
	*
	To be around other people with dementia
	26
	-4
	-1.387
	-5
	-1.774
	-5
	-1.905

	29
	*
	To attend social groups alone without carers’ / loved ones’
	29
	-2
	-0.533
	-3
	-1.014
	-2
	-0.858

	31
	*
	To be able to manage the fear I have from the diagnosis
	31
	2
	0.5
	1
	0.637
	2
	0.739

	34
	*
	To feel part of society
	34
	-3
	-0.943
	-2
	-0.848
	-3
	-1.233

	35
	*
	To reduce the stigma associated with the dementia
	35
	-2
	-0.879
	-4
	-1.272
	-3
	-1.078

	37
	*
	To have support from local services
	37
	1
	0.394
	0
	-0.128
	0
	-0.078

	41
	
	To be able to read a book
	41
	-2
	-0.72
	-3
	-1.035
	-4
	-1.33

	45
	*
	To be able to still do things that I used to do
	45
	0
	0.192
	2
	0.739
	1
	0.553



Crib sheets for factors factor 1:  31/45= 68% of statements 
	
	Relative Ranking of Statements in Factor 1
	
	Consensus /
	
	

	
	Highest Ranked Statements
	Factor 1
	Distinguishing
	Factor 2
	Factor 4

	
	‘If I had dementia what would be important to me people want a life independent for as a long as possible.’  
	
	
	
	

	12
	To be able to live at home for as long as possible
	5
	  C*
	4
	4

	
	‘We know as clinicians that staying at home might not be the best thing as it could be unsafe’ 
	
	
	
	

	15
	To be able to still make decisions
	5
	
	2
	4

	
	(Keeping control of abilities)
	
	
	
	

	
	Positive Statements Ranked Higher in Factor 1 Array than in Other Factor Arrays
	
	
	
	

	24
	To have an understanding husband / wife / partner
	4
	
	4
	-1

	
	‘Family factors are important’ (also items30:19:23)
(Support from others)
	
	
	
	

	3
	To be able to sleep well 
	4
	  D*
	0
	2

	
	(Controlling/ managing sleep / support  for self)
	
	
	
	

	5
	To be physically active
	4
	  D*
	1
	0

	
	(Keeping control of abilities)
	
	
	
	

	21
	For carers’ / loved ones’ to have support to care for themselves
	3
	  D*
	1
	1

	
	(Support for carers)
	
	
	
	

	30
	To be able to keep hold of identity / role within the family
	3
	
	2
	-1

	
	(keeping control of who you are )
	
	
	
	

	19
	To be able to engage in family events and activities
	3
	
	-2
	3

	43
	To have people believe what I say
	3
	
	-1
	2

	23
	For family to have information to be able to manage the dementia
	2
	  C
	0
	2

	
	(Support from others for self needs)
	
	
	
	

	31
	To be able to manage the fear I have from the diagnosis
	2
	  C*
	1
	2

	9
	To be able to manage everyday frustrations
	1
	  C*
	1
	1

	37
	To have support from local services
	1
	  C*
	0
	0

	38
	To have short term plans to look forward to
	1
	
	0
	-1

	11
	To be able to manage the risk of falls at home 
	1
	
	-2
	1

	44
	To be able to have time alone
	0
	  D*
	-2
	-5

	
	(Sometimes important for people to have independence) 
	
	
	
	

	17
	To be aware of own needs
	0
	  C
	-1
	0

	
	
	
	
	
	

	
	Negative Statements Ranked Lower in Factor 1 Array than in Other Factor Arrays
	
	
	
	

	
	‘Completing the least important things was easier, I mean these things (mood, pets) are so individualised’
	
	
	
	

	45
	To be able to still do things that I used to do
	0
	  C*
	2
	1

	33
	To have enough money to live
	0
	
	5
	0

	22
	To have grandchildren visiting
	0
	
	1
	3

	14
	To learn ways to manage the memory difficulties
	0
	  D*
	3
	3

	
	(this will continue to decline, other items should be managed first/more so) HCPs knowledge of PLWD experience of psychometric testing. Conflicted know it is of importance
	
	
	
	

	1
	To not have other health conditions to deal with
	-1
	  C
	-1
	0

	6
	To feel more motivated or interested to do things
	-2
	
	0
	0

	34
	To feel part of society
	-3
	  C*
	-2
	-3

	10
	To be able to laugh instead of cry
	-3
	  D*
	2
	0

	
	mood / psychological related factor)
	
	
	
	

	7
	To have medication to manage mood and anxiety
	-3
	
	-1
	5

	
	(mood / psychological related factor)
	
	
	
	

	36
	To keep my driving licence
	-3
	  D*
	4
	5

	39
	To be around my pet(s)
	-4
	  D*
	5
	-2

	25
	To have good neighbours
	-4
	  D*
	0
	-2

	
	
	
	
	
	

	
	Lowest Ranked Statements
	
	
	
	

	8
	To put a 'happy' face on
	-5
	
	-4
	-2

	
	mood / psychological related factor)
	
	
	
	

	28
	To have a religion to support coping
	-5
	
	-5
	-3

	
	‘Religion can be at one end or the other’ highlighting the individual difference
	
	
	
	

	
	Other possible items / comments 
	
	
	
	

	16
	To have medication to manage the progression of dementia 
	2
	
	
	

	
	‘these things are time limited with this condition’
	
	
	
	

	
	Church hymns comforted and calmed my granddad in the later stages the dementia, we didn’t fully know what was important to him, carers would not know this either. 
	
	
	
	





Crib sheet for factor 2:  30/45= 67% of statements 
	
	Relative Ranking of Statements in Factor 2
	
	Consensus /
	
	

	
	Highest Ranked Statements
	Factor 2
	Distinguishing
	Factor 1
	Factor 4

	39
	To be around my pet(s)
	5
	  D*
	-4
	-2

	
	
	
	
	
	

	33
	To have enough money to live
	5
	  D*
	0
	0

	
	(Being able to get by and do afford the important things for happiness)
	
	
	
	

	
	Positive Statements Ranked Higher in Factor 2 Array than in Other Factor Arrays
	
	
	
	

	24
	To have an understanding husband / wife / partner
	4
	
	4
	-1

	13
	To be able to get out of the house
	3
	  D
	2
	1

	14
	To learn ways to manage the memory difficulties
	3
	
	0
	3

	18
	To have family living nearby
	3
	  C
	2
	3

	42
	To be able to go on holiday
	3
	  D*
	-1
	-3

	45
	To be able to still do things that I used to do
	2
	  C*
	0
	1

	40
	To be able to listen to music
	2
	  D*
	0
	-4

	10
	To be able to laugh instead of cry
	2
	  D
	-3
	0

	9
	To be able to manage everyday frustrations
	1
	  C*
	1
	1

	6
	To feel more motivated or interested to do things
	0
	
	-2
	0

	25
	To have good neighbours
	0
	
	-4
	-2

	
	
	
	
	
	

	
	Negative Statements Ranked Lower in Factor 2 Array than in Other Factor Arrays
	
	
	
	

	16
	To have medication to manage the progression of the dementia
	0
	  D
	2
	4

	3
	To be able to sleep well
	0
	  D
	4
	2

	23
	For family to have information to be able to manage the dementia
	0
	  D
	2
	2

	37
	To have support from local services
	0
	  C*
	1
	0

	43
	To have people believe what I say
	-1
	  D*
	3
	2

	27
	To be able to think and talk about past experiences
	-1
	  D*
	1
	2

	17
	To be aware of own needs
	-1
	  C
	0
	0

	1
	To not have other health conditions to deal with
	-1
	  C
	-1
	0

	19
	To be able to engage in family events and activities
	-2
	  D*
	3
	3

	11
	To be able to manage the risk of falls at home 
	-2
	  D*
	1
	1

	2
	To get help with other physical conditions
	-2
	  C*
	-1
	-1

	4
	To be able to manage pain levels
	-3
	  C*
	-1
	-1

	29
	To attend social groups alone without carers’ / loved ones’
	-3
	  C*
	-2
	-2

	35
	To reduce the stigma associated with the dementia
	-4
	  C*
	-2
	-3

	32
	To be able to use adapted equipment in the house
	-4
	
	-1
	-2

	
	
	
	
	
	

	
	Lowest Ranked Statements
	
	
	
	

	26
	To be around other people with dementia
	-5
	  C*
	-4
	-5

	28
	To have a religion to support coping
	-5
	
	-5
	-3

	
	Other items 
	
	
	
	

	12
	Live at home for as long as possible.
	5
	
	
	

	36
	Keeping hold of Driving licence 
	4
	
	
	

	44
	To be alone 
	-2
	
	
	





Crib sheet for factor 4:  28/45= 62% of statements 
	
	Relative Ranking of Statements in Factor 4
	
	Consensus /
	
	

	
	Highest Ranked Statements
	Factor 4
	Distinguishing
	Factor 1
	Factor 2

	7
	To have medication to manage mood and anxiety
	5
	  D*
	-3
	-1

	
	(search for cure/ solution to mood difficulties)
	
	
	
	

	36
	To keep my driving licence
	5
	
	-3
	4

	
	
	
	
	
	

	
	Positive Statements Ranked Higher in Factor 4 Array than in Other Factor Arrays
	
	
	
	

	16
	To have medication to manage the progression of the dementia
	4
	  D*
	2
	0

	
	(search for cure)
	
	
	
	

	18
	To have family living nearby
	3
	  C
	2
	3

	
	(Company from loved ones)
	
	
	
	

	14
	To learn ways to manage the memory difficulties
	3
	
	0
	3

	
	(Solution focussed)
	
	
	
	

	22
	To have grandchildren visiting
	3
	  D
	0
	1

	
	(Company from loved ones) family
	
	
	
	

	19
	To be able to engage in family events and activities
	3
	
	3
	-2

	
	Family
	
	
	
	

	27
	To be able to think and talk about past experiences
	2
	
	1
	-1

	31
	To be able to manage the fear I have from the diagnosis
	2
	  C*
	2
	1

	23
	For family to have information to be able to manage the dementia
	2
	  C
	2
	0

	
	(Family)
	
	
	
	

	9
	To be able to manage everyday frustrations
	1
	  C*
	1
	1

	11
	To be able to manage the risk of falls at home 
	1
	
	1
	-2

	1
	To not have other health conditions to deal with
	0
	  C
	-1
	-1

	
	(Cure focussed)
	
	
	
	

	17
	To be aware of own needs
	0
	  C
	0
	-1

	6
	To feel more motivated or interested to do things
	0
	
	-2
	0

	
	
	
	
	
	

	
	Negative Statements Ranked Lower in Factor 4 Array than in Other Factor Arrays
	
	
	
	

	5
	To be physically active
	0
	
	4
	1

	37
	To have support from local services
	0
	  C*
	1
	0

	33
	To have enough money to live
	0
	
	0
	5

	30
	To be able to keep hold of identity / role within the family
	-1
	  D*
	3
	2

	24
	To have an understanding husband / wife / partner
	-1
	  D*
	4
	4

	38
	To have short term plans to look forward to
	-1
	  D
	1
	0

	42
	To be able to go on holiday
	-3
	  D*
	-1
	3

	
	(To get away from things or seek enjoyment from something? )
	
	
	
	

	34
	To feel part of society
	-3
	  C*
	-3
	-2

	41
	To be able to read a book
	-4
	  C
	-2
	-3

	40
	To be able to listen to music
	-4
	  D*
	0
	2

	
	
	
	
	
	

	20
	To attend groups with carers’ / loved ones’
	-4
	
	-2
	-3

	
	Wants specific company and wants independence
	
	
	
	

	
	Lowest Ranked Statements
	
	
	
	

	44
	To be able to have time alone
	-5
	  D*
	0
	-2

	26
	To be around other people with dementia
	-5
	  C*
	-4
	-5

	
	Other items 
	
	
	
	

	12
	Live at home for as long as possible 
	+4
	
	
	

	28
	Religion 
	-3
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Chapter 3: Service User Executive Summary 

Quality of life for people living at home with dementia from different views

Word count: 2092





Terminology 
	Analysed
	 To understand the results.

	Biological
	These are health, generics and medical things. 

	Cure 
	To make something go away. To heal something.

	Dementia 
	A condition which affects the brain and causes difficulties with thinking, mood and behaviour.

	Early onset dementia
	This is dementia that is diagnosed before the age of 65 years old.

	Frustration 
	Feelings of anger or upset 

	Late onset dementia
	This is dementia that is diagnosed over the age of 65 years old. 

	Participants
	People who took part in the study. 

	Psychological 
	Feelings and behaviours.

	Q-methodology 
	The method used in the study to understand all the different views.   

	Quality of life 
	What makes people happy

	Q-sort 
	A task that participants did, when they put cards on a grid in order of what was most important to them. 

	Solution 
	To find a way to deal with difficulties.

	Statements 
	Pieces of card with things that make people happy written on them. The statements are then put on the Q-sort.

	Social 
	This is our environment and the people in it.

	Viewpoints 
	This is people’s opinions of things.

	
	


Background
Dementia is a condition that affects the brain. It causes difficulties in thinking, language, mood and behaviour (1). Quality of life can be reduced because of difficulty in managing daily tasks, communicating and being able to take part in social activities (2). Quality of life is about what makes a person happy. 
Quality of life is made up of biological, psychological and social things. 

Most studies use questionnaires to measure quality of life (3, 4) but these can miss important details. Sometimes family members and staff can complete these questionnaires on behalf of the person with dementia. These people can sometimes focus on different things (4-9). The social things are:

          
· not being left out of fun and nice things 
· not feeling alone 
· reducing the stigma related to the word ‘dementia’
· family members stress levels being managed
· having family support

The psychological things are: 

· managing mood and 
anxiety
· having a purpose in life
· managing anger and frustrations 

The biological things are:
 
· the use of medications to manage difficulties
· not having other health conditions besides dementia
· thinking abilities
· physical abilities to do things   


People with dementia often want to live at home for as long as they can (10). This can improve their quality of life (11). Services try and support someone with dementia to achieve this (10). 
Purpose of research study 
We want to know more about what is important for people who live at home with dementia. 
We want to know more about what is the same and what is different in people’s views of quality of life for people with dementia.
We also want to see if we can use something different instead of a questionnaire to find this out.  
So this study aims to: 
1. Look at what is the same and what is different in people with dementia, staff and family member views. 
2. Look at what is important for people with dementia’s quality of life. 
3. See if the Q-sort (a tool) is easy to use for people with dementia.

Method and analysis 
Before starting the study all NHS and university approvals were completed. 
Q-methodology is the name of the method used in this study. It looks at people’s personal opinions on a topic (12). It does this by sorting statements on the topic of quality of life in order of what is most important to least important. These statements are then placed on a grid, shown in figure 1. This grid is called a Q-sort.
  
Figure 1: The grid and question
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	Least important
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	Neither important or unimportant
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	Most important
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What do you think are important factors related to quality of life for people living with dementia?
The statements were created by meeting and talking to people with dementia, family members and staff at a charity asking them what they think is important for quality of life. An example of some statements is shown in figure 2. There were 45 statements created. 
Figure 2: Examples of statements
  To be around my pet(s)
To have family living nearby
To keep my driving licence



The people included in the study were family members, staff and people with dementia. There were 17 people who took part:
	
1 Person with late onset dementia 
1 Person with early onset dementia 
3 Family members
12 Staff


 

There were 4 stages to the study. Figure 3 shows these stages. At stage 3 after the Q-sort was finished, the researcher took information about the participant’s age, gender plus other things. Three questions about the study were then asked to see how the people had found it.   

Figure 3: stages of study 

People were recruited from memory assessment services. People with dementia and their family members did the study in their homes. Staff did the study at work.
The results were analysed using a computer programme called Ken-Q software. This looked at the 17 peoples Q-sorts and where they all placed the 45 statements. Things that were the same and things that were different were studied, trying to find the best possible view to look at the results. Three different viewpoints were created. 
Some statements were the same across all factors. 
These were:  
· To live at home for as long as possible 
· To manage the fears of the dementia diagnosis 
· To manage the frustrations associated with the dementia
This means that all viewpoints thought these statements were important for quality of life. 


Overview of findings 
These three viewpoints all include biological, psychological and social things. 
Viewpoint one: 
	Keeping control and getting support
Staff viewpoints
Things that were important: 
· Family support
· Being able to control memory 
· Being able to control sleep problems. 
· Having time alone was a little bit important.
· To be physically active
· To still be able to make decisions 
· To keep hold of identity and role within the family
· Manage risks of falls 

Thinking and physical abilities and social things help people with dementia to feel in control of their lives. Having support in some of these areas is important. 

Staff views are an important piece of the jigsaw to help a person to live well with dementia. 



Viewpoint two: 
	Living comfortably (happily) 
The views of a person with early onset dementia, family members and staff
Things that were important: 
· To have enough money to live
· To do activities and tasks that are personal such as: listening to music, being around pets and having a holiday 
· To keep hold of driving licence 
· To be able to get out of the house 	
· To have an understanding partner
· To have family living nearby and good neighbours
· To have some support from local services
· Being interested to do things

Having enough money to live well with dementia and to keep on doing the things that mean the most to the person is important. This viewpoint focussed on abilities rather than difficulties.   





Viewpoint three: 
	Finding treatments, answers and being around people
The views of a person with late onset dementia, family members and staff
Things that were important: 

· To have ways to manage thinking difficulties, falls, mood and anxiety. 
· To keep hold of driving licence 
· To have company from family such as grandchildren visiting. 
· To have family living nearby 
· To have medication to slow the dementia down. 

Keeping safe was important for this viewpoint. People wanted to have ways to manage the difficulties and solve problems. Having company from others and seeing others happy, makes this viewpoint happy. 



Other important findings were:  
· All viewpoints wanted to live at home for as long as possible. 
· People with dementia and their family members both viewed the same things important. 
· People with early onset dementia and late onset dementia viewed things differently. 
Limitations
These results are useful but it is important to remember: 
· That only a small number of people completed the study so we cannot generalise the findings.
· The statements do not include everything that is important for quality of life. 
· Most people who did the study were staff so there were more of staff opinions than people with dementia and their families.  
Recommendations



Conclusion 
This is the first study to use Q-methodology with people with dementia. It has shown that there are differences in what people view as important for quality of life. All views said that living at home for as long as possible was important. There are biological, psychological and social factors that are important for quality of life. The viewpoints understand that having control of things, getting support for things, living comfortably, finding cures, solutions and having company were all important for quality of life for people with dementia. People with dementia and their family members said the same things. People with early onset dementia and late onset dementia said different things were important.
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What will I have to do? 


Meet with the researcher for approximately 45 minutes at a place and time of convenience 


What will my patient have to do?


Give the patient the letter of invitation


If the patient agrees to participate, ask or assist them to sign the opt-in reply slip, agreeing to be contacted by the researcher 


Give the patient the researcher's contact details and hand the patient's details to the researcher 


That's it!


Complete a task involving  sorting through statements on what is important to their quality of life.


Have a brief discussion via telephone or email with the researcher to arrange a meeting


Done! Involvement complete

































Stage 1: 
Developed the statements  (Q-set). 


Stage 2: 
Recruitment - Staff handed out invitation packs and potential participants' contacted. 


Stage 4: 
Data analysis


Stage 3: 
Completion of the Q-sort and post sort interview 







Future research should focus on: 


1) Bigger sample sizes including more viewpoints


2) Supporting people with dementia to live at home for as long as possible (focus on  research that looks at decision making and capacity)


Why?


1) To explore further the things that are the same and different from different viewpoints to inform service changes


2) To  provide clinical and cost effective care in the community. 


3) To continue evaluating the clinical effectiveness of the tool and to continue to look at differences within the two groups of people.


  3) Q-methodology research with people with early and late onset dementia 














4 PWD, 4 family member carers', 12 Healthcare professionals completed study opt in slips  
Total: Twenty participants'


2 PWD, 3 Carers', 12 Healthcare professionals' consented and completed the Q-sort task , demographic and post interview questions 
Total: Seventeen participants' 


1 PWD withdrew from the study 
1 PWD and 1 family member dropped out of study
Total 3 participants
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3. You and your spouse will complete a card
sorting task, individually, with my help. bo?
o
-
_—\
Jlete a card sorting task, individually with my help.
- one at a time that is good for you

This can be done at a time that is good for
you.
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Appendix E. Aphasia Friendly Information sheet

Card Sorting Task

We want to know what is important to you to
have a good quality of life since having a
stroke and communication problems.

You will be given some cards. Each card will
say something about the quality of life and
things that might affect this.
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3lso be asked to do this task,

You will be asked to put these cards in order, depending on how important
they are to you, to have a good quality of life.

B R R el
q 46 4 3 2 1 0 # 0

T
Unimportant

Important
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Appendix E. Aphasia Friendly Information sheet & Foter -
You will be asked to put these cards in order,
depending on how important they are to you,
to have a good quality of life.
]
[ R N N N N B s
0403 2 4 0 M ou "
Unimportant Important
Your spouse will also be asked to do this task,
separately. pt
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All of your information will be confidential.

Your name will NOT be used
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What will happen to the research?

Emma is training to be
a Clinical Psychologist.

Results will be written up as a Doctoral thesis.

Please ask if you would like a copy of the
results
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Do you understand?

Yes
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