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Summary 

 

Family caregivers are significant in the care of people with dementia, whilst the 

changes that occur as a result of dementia impact on both the person with 

dementia and family caregivers.  As this caregiving is set within a significant 

social relationship, it is important to explore the factors within this social context 

that may both support and compromise the caregiver.  The current thesis sought 

to explore the impact of social emotions and social identities within this 

caregiving context. 

 

Chapter 1 presents a systematic review of the literature exploring the self-

conscious emotions of guilt and shame within the dementia family caregiver.  It 

explores the emotional and cognitive experience of caring for a person with 

dementia within the context of this social relationship.  Broadly, findings 

highlight the negative influence of the caregiver’s self-conscious emotions, on 

relationships and connection to the Person with Dementia (PwD) and others.  

Methodological limitations are outlined with regards the clarity of the results 

whilst clinical implications and suggestions for future research are discussed. 

 

Chapter 2 presents a qualitative research investigation exploring the construction 

of identity in dementia caregivers’ contributions to an online support forum.  The 

analysis focuses on identities apparent within talk about the dementia caregiving 

relationship.  This analysis reveals the construction of two prominent and 

interacting identities, that of ‘fragile self’ and ‘fighter self.’  The potential 

clinical implications of identity exploration for caregivers are discussed.      
 

Chapter 3 offers a reflective account of my experience of the research process in 

relation to my own social relationships. 
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1.1. Abstract 

 

Objective: The self-conscious emotions of guilt and shame are emotions which 

arise within the context of an interpersonal relationship such as the dementia 

caregiving relationship.  This systematic review aims to critically evaluate 

empirical literature that has sought to investigate these self-conscious emotions, 

within the context of the dementia family caregiving relationship.   

Methods: The databases PsycINFO (EBSCO), MedLine (EBSCO), Cinahl 

(EBSCO), Web of Knowledge and Scopus were searched.  Citation and reference 

list searches of key articles were carried out.  Fifteen articles met the inclusion 

criteria.   

Results: The evidence relating to dementia caregivers’ experience of guilt and 

shame translated into the following main themes:  Relationship context; 

protective factors and vulnerabilities; impact of behavioural symptoms and 

expression; negative feelings towards the person with dementia (PwD); 

progression of illness and sense of responsibility.   

Conclusions: Broadly, findings highlight the deleterious influence of self-

conscious emotions on relationships and connection to the PwD and others.  This 

suggests the need to enhance assessment, formulation and intervention in relation 

to caregiver’s experience of guilt and/or shame.  However, firstly it is important 

to unravel the conceptual confusion of these emotions in order to facilitate this 

clinical process, and to mobilise service resources accurately and effectively.   

 

Keywords: Guilt; shame; dementia; Alzheimer’s; caregiver 
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1.2. Introduction 

 

1.2.1. Background 

 

Population statistics in the United Kingdom continue to reflect a growing aging 

population (ONS, 2012).  As the population gets older, the impact and challenge 

of age-related conditions such as dementia becomes greater.  Dementia is 

progressive in nature and is marked by loss of cognitive function in a wide range 

of areas.  This disruption has a significant impact on social and occupational 

functioning (WHO, 2012).  Current figures estimate there to be 800,000 people 

living with dementia in the UK, and statistical projections suggest this figure will 

rise to over 1,000,000 people by 2021 (Alzheimer’s Society, 2013).  Parallel 

consequences of which include a growing dementia caregiving population and an 

increased demand for supportive and diagnostic services and resources.   

 

1.2.2. Caregiving and dementia  

 

New or different behaviours relating to sleep, eating, agitation or aggression may 

present as dementia progresses (Little & Doherty, 2008), evoking strong, and 

often difficult emotions for caregivers.  Indeed, it is the increase in behavioural 

symptoms that is often cited as significant regarding decisions made over long-

term care (Sury, Burns & Brodaty, 2013), impact on relationship quality (de 

Vugt, 2003), and the experience of burden (Coen, Swanwick, O’Boyle & 

Coakley, 1997).  Changes in personality and fluctuating levels of insight 

accompany progressive behavioural changes.  This all occurs within the context 
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of a ‘living loss’ from a significant other (Bruce & Schultz, 2001) and introduces 

complicated and specific challenges to the interpersonal relationship between the 

caregiver and the person with dementia (PwD). 

 

1.2.3. Dementia and social relationships 

 

1.2.3.1. The care dyad 

  

The expression of social emotions may become compromised as dementia 

progresses.  Indeed, with gradual disturbance to communication, the PwD’s 

ability to communicate with the caregiver is interrupted.  In the context of a long-

term dyadic relationship, this interruption and disturbance to the rules of 

reciprocity (Eloniemi-Sulkava et al., 2002) is likely to be difficult for the 

caregiver, particularly in the context of a significant attachment relationship 

(Bowlby, 1969; Bowlby, 1984).   

 

The level of interpersonal disconnect will differ as a result of disease severity, 

dementia diagnosis and individual difference, including factors such as 

relationship quality, access to support networks and resilience (Ablitt, Jones & 

Muers, 2009; Donaldson & Burns, 1999) and knowledge of dementia (Graham, 

Ballad & Sham, 1997).  However, changes to the PwD empathic abilities (Hsieh, 

Irish, Daveson, Hodges & Piguet, 2013), disruption to emotional recognition 

(McCade, 2013), and emotional perception (Phillips, 2010) have significance 

within a relational context and specifically within interpersonal relationships 

such as the dementia care dyad.   
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1.2.3.2. The dementia caregiver 

 

Social relationships are important regarding both psychological (Baumeister & 

Leary, 1995) and physiological functioning (Norman, Hawkley, Cole, Bernston 

& Cacioppo, 2012).  Indeed, the impact of disruption to the social relationship 

between the dementia caregiver and the PwD is likely to be experienced as 

highly stressful, unsettling and may stimulate a physiological response in the 

caregiver (Gilbert, 2009, 2010) as exploration of immune and cognitive function 

suggests (Cacioppo, Hawkley, Norman, & Bernston, 2011; Norman et al., 2012).   

 

The propensity for this changing social relationship to evoke a psychological 

reaction in the caregiver is presented in research (Pinquart & Sörensen, 2003; 

Simpson & Acton, 2013; Wright, 1991).  Indeed, decisions over long-term care, 

negative emotions towards the PwD and negotiation and conflict between other 

roles and responsibilities (Zarit & Edwards, 2008) have the potential to introduce 

moral and ethical dilemmas that are emotionally demanding for the caregiver.  

Interestingly, the potential activation and maintenance of moral or self-conscious 

emotions (Tangney & Dearing, 2002), has received little empirical attention.  

This is despite wide recognition and acknowledgment by clinical practitioners 

that the self-conscious emotions of guilt and shame are commonly expressed and 

experienced by dementia caregivers.   
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1.2.4. Self-conscious emotions 

 

Guilt and shame are defined as self-conscious emotions alongside embarrassment 

and pride (Tangney & Dearing, 2002; Tracy, Robins & Tangney, 2007).  They 

require an internal evaluation of the self against standards, rules and goals 

absorbed through culturalisation in society.  As these feelings are associated with 

negative evaluation in reference to what is perceived as good or right, these 

emotions are often referred to as ‘moral emotions’ (Tangney & Dearing, 2002).  

One’s actions, thoughts and feelings are evaluated against this social barometer, 

and if an aspect of the self is perceived to have failed, then self-conscious 

emotions emerge (Lewis, 1971).  These emotions require a concept of the self 

(Tracy, Robins & Tangney, 2007) whilst developmentally this is not thought to 

emerge until self recognition occurs at around 18 months (Taylor, 2005). 

 

A more concrete definition of these emotions is offered by Tangney and Dearing 

(2002).  Guilt is suggested to relate to a response to specific behaviours (I did 

that nasty thing) and can motivate social reparation with the other.  Shame is 

related to a global attribution to the whole self (I did that nasty thing) and 

typically results in disruption to social relationships with others, leading to social 

withdrawal and disconnection (Tangney & Dearing, 2002).  The greatest clarity 

of definition originates from a broadly cognitive behavioural view of guilt and 

shame, whilst this limitation has informed an aspect of the current exploration 

concerning how guilt and shame are conceptualised.   

 



 19 

The theoretical context to the study of self-conscious emotions has involved 

contribution from psychoanalytic psychology (Schore, 1991; Kohut, 1966, Freud, 

1961d, Klein, 1937), alongside cognitive (Beck, Emery & Greenberg, 1985), 

social (Hoffman, 1981), and evolutionary schools (Gilbert, 1989).  The enduring 

theme is that self-conscious emotions are informed by our social connections 

with others and they support our ability to manage and protect social 

relationships, to maintain order and hierarchy, and to reinforce attachments and 

bonds.   

 

1.2.5. Guilt, shame and clinical symptoms 

 

The greatest evidence for a link between self-conscious emotions and 

behavioural or clinical symptomology relates to guilt and shame.  These self-

conscious emotions have been linked to depression (Kim, Thibodeau & 

Jorgensen, 2011; Tangney, Wagner & Gramzow, 1992), suicide (Mokros, 1995; 

Hendin & Haas, 1991), anxiety (Allan, Gilbert & Goss, 1994), eating disorders 

(Goss & Allan, 2009; Frank, 1991) and psychosis (Turner, Bernard, Birchwood, 

Jackson & Jones, 2012).  Furthermore, guilt is also cited in DSM V (American 

Psychiatric Association, 2013) in relation to the diagnosis of major depressive 

disorder whilst the absence or presence of ‘guilty feelings’ is  explored within the 

Beck Depression Inventory (Beck, 1978).   
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1.2.6. Guilt, shame and caregiving 

 

Guilt and shame have been found to be significant to an experience of burden in 

adult daughters caring for aging mothers (Gonyea, Paris & de Saxe Zerden, 

2008), to family caregivers of those at end-of-life stages (Harstäde, Andershed, 

Roxberg & Brunt, 2013; Andershed, 2006), in family caregivers of a relative 

with severe and enduring mental illness (Wasserman, de Mamani & Suro, 2012; 

Boye, Bentsen & Malt, 2002; Natale & Barron, 1994), and in the context of 

cancer care (Spillers, Wellisch, Kim, Matthews & Baker, 2008).   

 

The literature on guilt and shame in general (Tangney & Dearing, 2002) and 

relating to dementia caregiving (Martin et al., 2006; Losada et al., 2010) reveals 

the concepts of guilt and shame are poorly and inconsistently defined and 

operationalised.  Determining the most accurate ways of capturing and assessing 

experiences of guilt and shame in this caregiver population is critically important 

as a result of the specific nature of some of the challenges that present, links to 

clinical symptoms and the potential insight into avenues of intervention.   

 

1.2.7. Rationale 

 

Guilt and shame are significant emotions observed in caregivers of people with 

dementia and it is important to understand these emotions in relation to a profile 

of caregiver distress.  Within research there appears to be a wide range of 

definitions and conceptualisations of guilt and shame resulting in the application 

of research methodologies that are as equally disparate.  In view of this 
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confusion, an attempt will be made to consider the strengths and limitations of 

the measurement of these self-conscious emotions.  Furthermore, implications 

will be presented in relation to both research and clinical fields.    

 

1.2.8. Aim of the current review 

 

To critically evaluate the empirical literature investigating the self-conscious 

emotions of guilt and shame within the context of the dementia family caregiving 

relationship.   

 

1.2.9. Research question 

 

‘What is currently known about the self-conscious emotions of guilt and shame 

in the context of dementia family caregiving?’ 
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1.3. Method  
 
 
1.3.1. Search Strategy  
 
 
Search terms were informed by the research question. 
 
 
Table 1.1. Search terms based on the review question 
 
 
Concept 1. Dementia 2. Self- 

conscious 
emotions 

3. Caregiver 

Search term Dementia Guilt 
Shame 

Caregiver 

Additional variation Alzheimer 
Alzheimer’s 

 Care 
Caregiv* 
Family 

Note. Terms taken from Concepts 1, 2 and 3 were combined using the Boolean operator “and”. * 
represents truncation in order to capture variation used in the terminology.  

 

The number of synonyms was limited, which is in part reflective of the specific 

nature of the terms but also helped to offer a more robust, clear and replicable 

search strategy particularly in the case of the self-conscious emotions.   

 

1.3.2. Data Sources 

 

Initially the Cochrane database and the Centre for Reviews and Disseminations 

(DARE) were searched confirming that there were no existing reviews of guilt 

and shame in the context of dementia caregiving.  

 

A systematic literature search was conducted in the databases, PsycINFO 

(EBSCO), MedLine (EBSCO), Cinahl (EBSCO), Web of Knowledge and 
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Scopus.  These databases were chosen in order to reflect the psychological and 

psychiatric nature of the key concepts under exploration.  Studies registered in 

the PsychINFO (EBSCO), Medline (EBSCO) Cinahl (EBSCO), and SCOPUS 

databases were searched within the title, abstract and keywords.  The Web of 

Knowledge database was searched within the title and topic.    

 

1.3.3. Selection Criteria 

 

While the searches were not restricted to a particular time frame, the literature 

search was conducted on 22nd January 2014 consequently studies published after 

this date were not considered.  In order to assess the relevance of articles, 

inclusion and exclusion criteria were applied.   

 

1.3.3.1. Inclusion criteria 

 

Studies were included if: (i) published in a peer reviewed journal; (ii) the paper 

was written in English; (iii) the sample included current family caregivers for a 

person with dementia (any type); (iv) the PwD had a diagnosis of dementia 

which was not alongside any other major cognitive or physical illnesses or 

diagnoses; (v) the self-conscious emotions of guilt and shame were identified or 

explored as part of the aims of the study, as dependent variable(s), or as a key 

theme identified within research findings (in qualitative studies).    
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1.3.3.2. Exclusion criteria 

 

Studies were excluded if: (i) the paper was a review, editorial, commentary, book 

chapter, conference proceeding, response, letter, discussion piece or legal paper; 

(ii) a case study was used; (iii) the study looked at attitudes, perceptions or 

hypothetical scenarios of caregiving rather than exploring actual experience, (iv) 

it was an intervention study; (v) the sample of caregivers had been screened and 

selected on the basis of a particular characteristic i.e. high grief. 

 

1.3.4. Manual search  

 

A manual search was then performed on the papers identified following 

application of the criteria above.  The reference lists and citation lists of all 

papers identified within these searches were reviewed for relevant published 

research.   

 

1.3.5. Search results 

 

The study selection process is shown as a flow diagram in Figure 1.1.  After the 

study selection process was completed 15 studies remained. 
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Records identified through 
database searching (n=415) 

 

Records excluded due to non 
relevance or were duplicates  (n=378 ) 
 

Full-text articles assessed for 
eligibility (n=37) 

 

 

Eligibility criteria met (n=15) 
 

Studies for which reference 
lists were hand searched  

(n =15) 
 

Studies identified from 
reference lists (and full text 

screened)  
(n = 2) 

 

Studies identified (and full text 
screened) through secondary 
reference list searching and 

relevant journals (n=0) 
 

Studies retained from 
database (n=15) and 
reference list (n=0) 

 

Total eligible studies 
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Figure 1.1.  Flow diagram based on PRISMA presenting the study selection process   
(Liberati, 2009).   
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1.3.6. Assessment of quality 
 

In order to assess the quality of research included in this review a quality 

assessment framework was used.  There are few frameworks that offer a clear 

and comprehensive guide to assessing the quality of both quantitative and 

qualitative literature (as identified in the current review) and no standard exists.   

 

The framework by Caldwell and colleagues (2005) was found to be the most 

applicable to the papers comprising the current review (see Appendix D).  

Adaptations were made to this framework (see Appendix E) as the intention was 

to streamline the framework in order to enhance clarity, specificity and 

consistency.  These adaptations were informed by consideration of other quality 

assessment work (Glynn, 2006; Sale & Brazil, 2004).   

 

In order to maximise consistency in the current quality assessment more 

guidance was offered (see Appendix F & G).  The research was considered 

against each quality criterion, and rated as: 0 criterion were not met; 1 criterion 

partially met; or 2 criterion met.  The total number of ratings was then calculated 

(out of 32 for qualitative and out of 34 for quantitative).  The mean for 

qualitative research was 20.86 with a range of 9-29, while the mean for 

quantitative research was 28.75 with a range of 22-33.   

 

1.3.6.1 Reliability of quality ratings  

 

In order to establish whether the quality assessment of the articles was consistent, 

two articles were rated independently by another reviewer.  There was some 
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difference across ratings however this was never more than a one point 

discrepancy on any criteria and overall the total quality rating only differed by a 

maximum of 2 points.   

 

1.3.6.2. Summary of quality assessment 

 

All papers were assessed regarding their quality (see Appendix H & I) and no 

studies were excluded on the basis of poor quality.  The quality review process 

supported the assessment of the strength of evidence.  This was particularly 

useful in relation to the methodological quality and potential bias in the reviewed 

research.  This was taken into account when the studies were critically appraised.   

 

There is a difference in quality ratings when considering the quality scores for 

quantitative research against those of qualitative research.  Overall, quantitative 

research scored more highly in relation to quality than qualitative research.  

There is some challenge to comparing both research methodologies in view of 

their different epistemologies and there is potential that such differences are a 

consequent artefact of this.  Indeed, this challenge may be indicative of the 

paucity of quality frameworks that explore both research methodologies and the 

differences in quality ratings found within the quality assessment conducted 

within the current study.       
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1.3.7. Data extraction and synthesis 

 

There is well-developed literature on the synthesis of quantitative evidence but a 

paucity of research relating to qualitative synthesis (Dixon-Woods, Booth, & 

Sutton, 2007).  However, the techniques involved in synthesising qualitative 

evidence do allow for a wider spectrum of evidence to be considered and have 

the advantage of allowing the structure of the review to develop, rather than 

being imposed.  The current review identified both qualitative and quantitative 

research papers.  It was important to adopt a method that would integrate both 

types of evidence generated from the research question.  The decision was made 

to adopt a qualitative approach to synthesis.   

 

Following the identification of relevant studies each paper was reviewed closely 

in relation to the findings offered to the research question of the current review.   

A thematic analysis was conducted in order to provide a framework to the 

exposition of common patterns within the findings (Braun & Clarke, 2006).  This 

enabled the identification of predominant or recurring themes and formed the 

basis for the synthesis and presentation of the research findings (Aveyard, 2007; 

Dixon-Woods, Agarwal, Jones, Young & Sutton, 2005).  

 

1.3.8. General study characteristics  

 

The characteristics of the studies are summarised in Table 1.2.   

 
 
 
 



 
 

Authors, 
Country, Aim of 
Study 

Design Sampling 
Method 

Sample  
Size 

Sample  
Characteristics 

Measures Data 
Collection 

Statistical 
Analysis 

Findings Quality 
Score 

Boykin & 
Winland-Brown 
(1995). 
USA. 
To understand the 
experience of 
being a caregiver 
for a loved one 
with Alzheimer’s 
disease 
 

Cross-sectional Purposive 5 caregivers Recruited from: Alzheimer’s day care 
centre. 
Gender: Males 2. Females 3. 
Mean age:  Spouses were in their 70s, 
whilst daughters and daughter-in-law 
were both between 46 and 55. 
Relationship to care recipient:  3 
spouses, 1 daughter, 1 daughter-in-law  
Length of time caring: Mean 8.4 years.  
Range- 6 months to 6 years.   
Ethnicity: No information 
Dementia diagnoses: AD 
Dementia severity:  No information 
 

None Semi- 
structured 
interviews 
(asked one 
broad 
question) 

Phenomo-
logical Study, 
Colaizzi 
(1978) 

Four main themes: 
1) The progression of the 
disease results in feelings of 
frustration and sacrifice of 
self  
2) Caregivers find courage to 
continue through sharing and 
living in the moment  
3) Altered perceptions of 
reality and time result in the 
need for constant supervision  
4) Caregivers struggle with 
guilt as they try to be 
authentically “with” and to 
retain respect and dignity for 
loved ones.   

9/32 

Conde-Sala, 
Garre-Olmo, 
Turró-Garriga, 
Vilalta-Franch & 
López-Pousa 
(2010). 
Spain. 
To identify and 
compare factors 
associated with 
caregiver burden 
in spouses and 
adult-children 
caring for a person 
with Alzheimer’s 
disease 

Cross-sectional Purposive 251 
caregiver 
dyads 

Recruited from: Memory and 
Dementia Assessment unit 
Gender: Males 34.0%. Females 66.0% 
Mean age:  Spouses- 73.66. Range 56-
87) adult-child- 49.39. Range 28-65. 
Relationship to care recipient: 112 
spouses and 139 adult-child  
Length of time caring: No information 
Ethnicity: No information 
Dementia diagnoses: AD 
Dementia severity: minimal, mild 
moderate and severe.   
 

Caregiver Burden 
Interview- CBI (Zarit 
et al, 1986) 

Measures 
completed. 

Quantitative- 
multivariate 
linear 
regression 
analysis 

Greater burden among adult-
child caregivers who also 
report higher guilt.   

32/34 

Forbes, Bern-Klug 
& Gessert (2000). 
USA. 
To explore both 
cognitive and 
emotional aspects 
of decision 

Cross-sectional Purposive  28 caregivers Recruited from: Four nursing homes 
Gender: Males 23.4%. Females 76.6 % 
Mean age: 66 years.  Range 41-85. 
Relationship to care recipient:  10 
daughters, 4 wives, 4 husbands,  
3 daughter- in- law, 2 sons, 2 sisters, 1 
nephew, 1 sister-in-law, 1 grandson 

None  Focus 
groups 

Content 
analysis 

Decisions regarding the PwD 
were found to be made 
whilst struggling with 
overwhelming burden and 
guilt.   

27/32 

Table 1.2. Summary of study characteristics 29
 



 
 

making regarding 
end of life 
treatments for 
those with 
moderate to severe 
dementia    

Length of time caring: No information   
Ethnicity: No information 
Dementia diagnoses: Not specified 
Dementia severity:  Moderately severe 
to severe.   
 

Garity (2006). 
USA. 
To identify how 
family caregivers 
experienced their 
caregiving role 
following 
placement of 
PWD in a 
residential home 

Cross-sectional Purposive 18 caregivers Recruited from: AD support groups 
offered in three nursing homes.   
Gender:  Males 22%. Females 78%.  
Mean age:  53.3 years.  
Relationship to care recipient: 
Daughters- 72%. Daughters-in-law- 
6%. Sons 17%. Friends- 5%.   
(N.B. States that there were two sets of 
sisters and one husband and wife set 
although these participant’s do not 
appear in the studies description of 
sample characteristics) 
Length of time caring: No information 
Ethnicity: No information 
Dementia diagnoses: AD 
Dementia severity:  No information  
 

None Semi- 
structured 
interviews 

Content 
analysis 

Family caregivers positive 
interactions with others 
including the PwD, other 
residents, family and friends 
and staff, and support groups 
positively impacted on 
coping.  However, negative 
interactions with the above 
led to a negative impact on 
coping.  Factors identified as 
impacting on coping 
included: role disruption, 
guilt over placement and 
uncertainty about the future.   

23/32 

Gessert, Forbes, & 
Bern-Klug (2001). 
USA. 
To examine 
families end-of-
life decision 
making regarding 
relatives with 
dementia and 
interactions with 
health care 
professionals 

Cross-sectional Purposive 28 caregivers Recruitment from: Four nursing 
homes. 
Gender: No information 
Mean age: No information 
Relationship to care recipient:  No 
information 
Length of time caring: No information 
Ethnicity: No information 
Dementia diagnoses: No information 
Dementia severity:  Moderately severe 
to very severe   
 

None Focus 
groups 

Content 
analysis 

Emotional burden of stress 
and guilt was found to be 
identified by most caregivers 
within their roles as decision 
makers. 

21/32 

Høgnes, Melin-
Johansson, 
Norbergh & 
Danielson.  
(2013). 
Sweden. 
To explore the 

Cross-sectional Purposive 11 caregivers   Recruitment from: Nursing homes and 
by social workers 
Gender:  Males 3.  Females 8.  
Mean age: 73 years 
Relationship to care recipient:  Wives- 
8, husbands -3.   
Length of time caring: No information 

None Semi- 
structured 
interviews 

Content 
analysis 

Feelings of shame and guilt 
were identified as present 
both before and after nursing 
home placement.  The 
spouses suggested they 
wanted to protect the PwD 
from making a fool of 

27/32 
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existential life 
situations of 
spouses caring for 
a partner with 
dementia both 
before and after 
nursing home 
placement 

Ethnicity: No information 
Dementia diagnoses: Information is 
not specific but diagnoses are listed to 
include AD, vascular dementia and 
frontal temporal lobe dementia 
Dementia severity:  No information 
 

themselves and this led to 
social isolation.  Guilt 
appeared to be associated 
with failure.   

Karlin, Bell & 
Noah (2001).   
USA. 
To examine the 
long term 
consequences of 
caring for PwD 
 

Longitudinal 
(recruited from 
earlier follow 
up study) 

Purposive 51 caregivers  Recruited from: Earlier quantitative 
study. 
Gender: Males 43.1%. Females 56.9%. 
Mean age:  67.3 years 
Relationship to care recipient:  Adult- 
child- 37.2%; spouse- 54.9%; sibling- 
3.9%; grand-child  
- 2%; distant relative 2% 
Length of time caring: Mean 8.4 years.  
Range 1.3-22.   
Ethnicity: 48 Caucasian, 1 African-
American, 2 Hispanic.   
Dementia diagnoses: AD 
Dementia severity:  No information 
 

None Semi- 
structured 
interviews 

Thematic 
analysis 

There were 7 themes 
identified: role issues and 
role reversal, problems and 
burden of being a caregiver, 
support sources and 
resources, support group 
issues, protection, nursing 
home placement, and guilt, 
research awareness and 
participation and additional 
contributions as a caregiver.   

10/32 

Losada, Marquez-
Gonzalez, & 
Penacoba (2010). 
Spain. 
To develop a 
measure that will 
assess guilt in the 
context of 
dementia 
caregivers  

Cross-sectional  Purposive  288 
caregivers 

Recruited from: Social and Health 
Care Centers.   
Gender: Males 20.8%. Females 79.2%. 
Mean age:  59.63 years 
Relationship to care recipient:  Spouse- 
37.2%; adult-child- 57.6%; other 
relative- 5.2% 
Length of time caring: No information 
Ethnicity: No information 
Dementia diagnoses: AD- 58.4%, 
other dementia, 41.6% 
Dementia severity: No information  
 

Zarit Burden Interview 
(Zarit et al 1980) 
The revised memory 
and behavioural 
problems checklist, 
(Teri at al 1992) 
Barthel Index 
(Mahoney and Barthel, 
1965) to explore 
functional status 
Leisure time 
satisfaction measure, 
(Stevens et al 2004) 
The Psychosocial 
Support Questionnaire 
(PSQ; Reig et al 1991) 
The Tension Anxiety 
subscale from the 
profile of mood states 

Semi-
structured 
interviews 

Principal 
components 
analysis 

22 items from the measure 
were retained.  The factors 
were named: guilt about 
wrong doing by the care 
recipient, guilt about not 
rising to the occasion as 
caregivers, guilt about self 
care, guilt about neglecting 
other relatives and guilt 
about negative feelings 
towards other people.  
Reliability was acceptable 
and significant associations 
were found to CGQ and ZBI 
guilt factors.   

32/34 

31
 



 
 

(POMS, McNair et al 
1971) 
Center for 
Epidemiological 
Studies-Depression 
Scale (CEDS-D; 
Radloff, 1977) 

Martin, Gilbert, 
McEwan, & Irons 
(2006). 
England. 
To examine the 
relation of 
entrapment, guilt 
and shame to 
depression in the 
dementia 
caregiving 
context. 

Cross-sectional Purposive 70 caregivers Recruited from: Alzheimer’s database   
Gender: 17 Males. 53 Females.   
Mean age: No information 
Relationship to care recipient:  No 
information 
Length of time caring: 15 care for up 
to 15 years; 12 for 4-6 years; 11 for 6-
8 years, eight for over 8 years.     
Ethnicity: No information 
Dementia diagnoses: No information 
Dementia severity:  No information 
 

Center for 
Epidemiological 
Studies-Depression 
Scale (CEDS-D; 
Radloff, 1977) 
Clifton Assessment 
Procedures for the 
Elderly (CAPE)  
and Behaviour Rating 
Scale (BRS, Pattie and 
Gilleard, 1979) 
Carers  
Entrapment Scale 
The Caring Shame and 
Guilt Scale. 

Measures 
completed. 

Pearson’s 
product 
moment 
correlation (to 
explore 
relationship) 
 
Multiple 
regression  
(to explore 
statistically 
significant 
associations) 

Entrapment was highly 
related to depression.  Shame 
was also significantly related 
to depression, entrapment 
and guilt.  Guilt was not 
found to be associated with 
depression or entrapment.   

26/34 

Navab, 
Negarandeh, 
Peyrovi & Navab 
(2012).   
Iran. 
To understand the 
experiences of 
family caregivers 
caring for PWD in 
Iran 

Cross-sectional Purposive 10 caregivers  Recruited from: Iran Alzheimer’s 
Association. 
Gender: 2 Males. 8 Females.  
Mean age:  48.7 range- 25-67 years 
Relationship to care recipient:  6 
daughters; 4 spouses (2 wives; 2 
husbands) 
Length of time caring: Range 1-11 
years   
Ethnicity: No information 
Dementia diagnoses: AD 
Dementia severity:  No information 
 

None Semi-
structured 
interviews 

Qualitative 
study using 
Hermeneutic 
Phenom-
enology, Van 
Manen (2001) 

Two themes were identified 
of: ‘feeling of shame due to 
the unusual behaviour and 
speech of the patients’ and 
‘fear of judgements made by 
others’ 

29/32 

Parks &  Pilisuk 
(1991). 
USA. 
The psychological 
costs of providing 
care for a parent 
with Alzheimer’s  

Cross-sectional Snow-
balling 

176 
caregivers 
 
 
 

Recruited from: A University medical 
centres Alzheimer’s disease clinic. 
Gender: 51 Males. 125 Females. 
Mean age: No information 
Relationship to care recipient:  All 
adult children to a parent with 
Alzheimer’s disease 

Hopkins Symptoms 
Checklist-90 
(Derogatis, 1982) 
Measured by a 7 item 
locus of control 
measure.   
The Burden Interview 

Structured 
interview 
 

Principal 
factor analysis 
to explore 
coping styles 
 
Multiple 
regression 

The analysis identified four 
categories of burden.  Two 
of which were psychological: 
guilt and resentment, and 
two were identified to work 
load and environmental 
factors: being overwhelmed 

22/34 
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Length of time caring: No information   
Ethnicity: Almost entirely white 
No information 
Dementia diagnoses: AD 
Dementia severity:  No information   
 
 
 

(Zarit, Gatz & Zarit, 
1981; Zarit et al 1980) 
The provisions of 
social support scale, 
(Turner, Frankel & 
Levin, 1983) 
 

and embarrassed.   
4 coping styles were 
revealed: objectifying, 
fantasy, withdrawal, 
internalising,  

Romero-Moreno, 
Losada, Marquez, 
Laidlaw, 
Fernández- 
Fernández, 
Nogales-González 
&  López (2013). 
Spain. 
To analyse the 
moderator role of 
guilt in the 
caregiving 
relationship in 
relation to 
frequency of 
leisure activity 
and depressive 
symptoms and to 
explore whether 
guilt is influenced 
by kinship 

Cross-sectional Purposive 351 
caregivers 

Recruitment from: Social and health 
care centres and advertisement in print 
media, internet or television.   
Gender:  Males- 21.37%. Females-
78.63%. 
Mean age: 60.19 years 
Relationship to care recipient:  207 
daughters; 37 sons; 69 wives; 38 
husbands.  Length of time caring: 
Mean of 11.77 hours daily.   
Ethnicity: No information 
Dementia diagnoses: 58.4% caring for 
a relative with Alzheimer’s, 41.6% for 
a relative with other dementia.  
Dementia severity:  Information not 
clear 

Caregiver Guilt 
Questionnaire (Losada 
et al, 2010) 
The Revised Memory 
and Behaviours 
Problems Checklist 
(Teri et al 1992) 
Barthel Index, 
(Mahoney & Barthel, 
1965) 
Adaptation of the 
Leisure Time 
Satisfaction 
Assessment, (Stevens 
et al 2004) 
The Center for 
Epidemiological 
Studies-Depression 
(CES-D) scale 
(Radloff, 1977) 

Face-to-face 
interviews. 

Quantitative- 
Hierarchical 
regression 
analysis 

A moderator role for guilt 
was found but only for 
daughters.  In this group, 
engaging in less leisure 
activity, and showing higher 
levels of guilt was found to 
be associated with more 
depressive symptoms, 
whereas those with lower 
guilt showed lower 
depressive symptoms.   

33/34 

Roach, Laidlaw, 
Gillanders & 
Quinn (2013). 
UK. 
To test the 
psychometric 
properties of the 
Caregiver Guilt 
Questionnaire in 
British dementia 
caregivers 

Cross-sectional Purposive 221 
caregivers 

Recruited from: A larger project 
exploring outcome measures for 
dementia caregivers.   
Gender: 34.4% Males. 65.6% Females.  
Mean age: 68.6 
Relationship to care recipient:  Spouse 
80.5%; adult-child 17.3%.   
Length of time caring: 4.4 years.     
Ethnicity: No information 
Dementia diagnoses: Alzheimer’s 
disease- 51.4% Other dementia- 33.5% 
Dementia severity:  No information 
 

Caregiver Guilt 
Questionnaire (Losada 
et al., 2010) 
Zarit Burden Inventory 
Guilt factor, (ZBI Zarit 
et al 1980) 
Center for 
Epidemiological 
Studies Depression, 
(CES-D, Radloff, 
1977) 

Measures 
completed. 

Principal axis 
factoring 

The 5 factor structure of guilt 
found by Losada et al. 
(2010) was replicated in a 
British sample of dementia 
caregivers.   Factors were: 
‘guilt about doing wrong,’ 
‘guilt about failing to meet 
the challenges of caregiving’ 
‘guilt about self-care’ ‘guilt 
about neglecting other 
relatives’ and ‘guilt about 
having negative feelings 
towards other people.’   

30/34 
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Rudd, Viney & 
Preston (1999). 
Australia. 
To examine the 
grief responses of 
spousal cargivers 
who cared for 
their partners who 
had dementia at 
home with those 
in ongoing nursing 
home care 

Cross-sectional Purposive  60 caregivers 
 
 

Recruited from: No information 
Gender: 30 Males. 30 Females. 
Age:  51-60, N= 27; 61-70, N=100; 
71-80, N=187; >80, N= 86. 
Relationship to care recipient: 30 
wives and 30 husbands.  All spouses.   
Length of time caring: No information 
Ethnicity/Nationality: 76.5% 
Australian; 
18.25% Anglo other; 6.6% European 
Dementia diagnoses: Not specified 
Dementia severity:  No information   
 

The Cognitive Anxiety 
Scale, (Viney & 
Westbrook, 1976) 
Hostility in Scale 
(Gottschalk & Gleser, 
1969) 
Guilt Anxiety Scale 
(Gottschalk & Gleser, 
1969) 
Affects balance scale 
(Derogatis, 1975)  

Interview Content 
analysis 
MANOVA 

Nursing home caregivers 
expressed significantly more 
guilt and sadness.  Home 
caregivers expressed 
significantly more anger. 
Home caregiving wives were 
found to be the most angry 
and expressed significantly 
higher levels of anxiety, 
sadness and anger than 
husbands.   

26/34 

Werner, 
Mittelman, 
Goldstein &  
Heinik (2011). 
Israel. 
To explore 
whether family 
stigma is a 
predictor of 
caregiver burden 
in the context of 
Alzheimer’s 
disease 

Cross-sectional Convenie-
nce/ 
snowball 

185 
caregivers. 

Recruited from: Support groups 
organised by the Israeli Alzheimer’s 
Association (IAA) 
Gender: Males 25.4%. Females 74.6%. 
Mean age:  52.7 years 
Relationship to care recipient:  All 
adult- child caregivers 
Length of time caring: mean- 5.4 years   
Ethnicity: no information but place of 
birth included: Israel- 75.5%; 
Europe/America-17.3%; Asia/Africa- 
5.9% and Other 1.1% 
Dementia diagnoses: AD 
Dementia severity:  No information 
 

Zarit Burden Interview 
Short Form (ZBI-SF; 
Bedard et al 2001) 
FS-ADS 
Problematic behaviour 
scale, Pearlin et al 
1990 

Structured 
interviews 

Spearman’s 
Correlation 
(to assess 
relationship) 
Multiple 
regression (to 
explore 
statistically 
significant 
associations)   

The caregiver variables of 
‘shame’ and ‘decreased 
involvement in caregiving’ 
were found to be major 
contributing factors to the 
experience of burden.   

31/34 

34
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1.4. Results 

 

The evidence broadly translated into the following themes:  Relationship context; 

protective factors and vulnerabilities; impact of behavioural symptoms and 

behavioural expression; negative feelings towards the person with dementia; 

progression of illness and sense of responsibility.  The research findings in 

relation to each of these themes will now be presented, alongside critical 

appraisal of the evidence.   

 

1.4.1. Relationship context 

 

1.4.1.1. Relationship to person with dementia 

 

A number of quantitative studies explored the significance of the type of 

relationship the caregiver holds to the PwD in relation to guilt feelings.  This was 

explored in four of the eight quantitative studies.  Conde-Sala, Garre-Olmo, 

Turró-Garriga, Vilalta-Franch and López-Pousa (2010) reported that adult-child 

caregivers who experienced more feelings of guilt also experienced greater 

burden when compared with spouses.  The most significant differences between 

the two groups were apparent in relation to guilt, above other factors such as 

social burden and psychological distress.  Furthermore, guilt was found to be 

stronger in relation to adult-child caregivers who did not live with the PwD when 

compared with those caregivers who did.   
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However, it is important to note that Conde-Sala et al. (2010) used the Zarit 

Burden Interview (ZBI) to explore guilt feelings whilst there are a number of 

limitations in using this measure.  For example, guilt has not been identified as a 

factor following factor analysis in other research using the ZBI (Whitlatch, Zarit 

& von Eye, 1991; Knight, Fox & Chou, 2000; Bédard et al., 2001; O’Rourke & 

Tuokko, 2003).  Therefore this may not be appropriate in exploring guilt in this 

population.  Furthermore, the measure offers judgement of any guilt feelings as 

an aspect of caregiver burden, yet this may not be the case for all caregivers 

(Schwartz, Meisenhelder, Yusheng & Reed, 2003; Andrén & Elstahl, 2005). 

 

The interaction between the type of relationship the caregiver holds to the PwD 

and an experience of guilt was explored in other research using The Caregiver 

Guilt Questionnaire (CGQ).  Similarly to Conde-Sala et al. (2010) Losada et al. 

(2010), Roach et al. (2013), and Romero-Moreno et al. (2013) identified that 

adult-child caregivers report higher levels of guilt than spouses.  In further 

exploration, Romero-Moreno et al. (2013) noted daughters reported higher levels 

of total guilt, compared with wives, and more guilt relating to a perception of 

wrong doing and negative feelings towards the PwD.  Only in relation to the 

daughter caregiver sample, was guilt found to have a moderating effect between 

leisure activities and depressive symptoms.1   

 

The CGQ was originally developed by Losada et al. (2010) whilst the cross-

cultural validity of the measure was investigated by Roach et al. (2013) with 

encouraging results.  Overall, robust investigation of the validity of this measure 

                                                 
1 In relation to: ‘guilt total score’; ‘guilt about wrong doing’; ‘guilt about failing to meet the 
challenges of care giving’ and ‘guilt about self care’.   



 37 

has been undertaken and favourable results are offered concerning the 

application of this measure to a dementia caregiver sample.   

 

1.4.1.2. Wider social relationships 

 

In other research, Rudd, Viney and Preston (1999) identified that husbands in 

particular experienced guilt as a result of the development of closer relationships 

with others.  However, the evidence presented here was generated from a poorly 

specified and unclear research methodology.  This includes a weak rationale, 

confusion over qualitative and quantitative methods of analysis, and concerns 

over the validity of the measures used2.  In particular there appears to be a 

confounding of guilt and shame in this measure and a lack of clear explanation of 

the concept of guilt.  These factors challenge the strength of the evidence offered 

from this study. 

 

1.4.1.3 Gender difference 

 

The possible impact of gender concerning an experience of guilt was explored in 

three quantitative studies (Roach, et al., 2013; Losada, et al., 2010 & Romero-

Moreno et al., 2013).  Roach et al. (2013) and Losada et al. (2010) reported that 

females were more likely to experience guilt than male caregivers.  Losada et al. 

(2010) suggested this was particularly apparent within the specific aspects of 

‘guilt about neglecting other relatives’ and ‘guilt about having negative feelings 

towards other people’. 

                                                 
2 The Guilt Anxiety Scale (Gottschalk & Gleser, 1969) was used. 
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In Losada et al.’s (2010) research, females accounted for 79.2% of the sample 

population.  This is important to note as the factors of guilt identified above may 

have been more commonly endorsed by females as a result of potential influence 

from latent factors.  As females were over-represented in this sample the overall 

findings may be limited in terms of their generalisability to male caregivers.  

Roach, et al. (2013) did not offer a breakdown in relation to gender which would 

have been interesting due to the greater number of males in the overall sample of 

this study (females accounted for only 65.6%).   

 

Romero-Moreno et al.’s (2013) finding relating to daughters high levels of global 

guilt adds further strength to the suggestion that being a female adult caregiver 

may introduce increased vulnerability to an experience of guilt.  

 

1.4.2. Protective factors and vulnerabilities 

 

1.4.2.1. Coping 

 

A number of the studies explored aspects of coping in relation to an experience 

of guilt in dementia caregiving (Losada et al., 2010; Roach et al., 2013; Romero-

Moreno et al., 2013; Parks & Pilisuk, 1999).  Parks and Pilisuk (1999) explored 

the role of locus of control, finding a low sense of mastery in women predicted 

guilt.  However, it is worth noting that this study presented with a low score 

following quality assessment, particularly due to concern over the 

generalisability of the findings relating to poor demographic detail of the sample 

and the caregiving sample being drawn from a University medical clinic.  In 



 39 

addition the study is limited as the ZBI was used to explore guilt feelings (see 

page 36).   

 

One of the factors identified within the CGQ was ‘guilt about self-care’ (Losada 

et al., 2010; Roach et al., 2013; Romero-Moreno et al., 2013).  Losada et al. 

(2010) suggested that this factor related to guilt as a result of the caregiver 

looking after themselves through engaging in activities other than caring for the 

PwD.  Importantly, Losada et al. (2010) reported that caregivers who engaged in 

more leisure activity scored lower in relation to ‘guilt about self-care.’3  

Furthermore, Romero-Moreno et al. (2013) reported for those caregivers with 

high guilt about self-care, more depressive symptoms were linked to lower 

frequency of leisure activities whilst higher frequency of leisure activities was 

linked to less depressive symptoms. 

 

1.4.2.2. Clinical presentation of caregiver 

 

A number of quantitative studies explored the potential links between the self-

conscious emotions of guilt and/or shame and the clinical presentation of the 

caregiver (Martin et al., 2006; Losada et al., 2010; Romero et al., 2013 & Roach 

et al., 2013).  Depressive symptoms and anxiety were the only aspects of clinical 

presentation explored in the research comprising the current review.  Martin et al. 

(2006) found that aspects of shame were significantly related to depression, 

entrapment and guilt.  However, aspects of guilt were not found to be associated 

with depression or entrapment.  This initially appears surprising considering the 

                                                 
3 Also in relation to ‘guilt about doing wrong by the care recipient’ 
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research links made in clinical populations between guilt and depression (Kim, 

Thibodeau & Jorgensen, 2011).  The potentially self-destructive nature of shame 

has been proposed to result in more deleterious consequences to an individual, 

whilst guilt may offer the potential for greater opportunity for social reparation 

(Tangney & Dearing, 2002).  On this basis, the relation of guilt and shame to the 

presentation of depressive symptomology is likely to be different.  However, the 

measurement of the self-conscious emotions in this study requires further 

consideration.   

 

Martin et al. (2006) used ‘The Caring Shame and Guilt questionnaire’ - a 

measure that attempts to explore both guilt and shame.  This measure was 

designed for the study and whilst the researchers do offer some discussion of 

how they have conceptualised guilt and shame, there is inadequate rationale in 

relation to how the items comprising the measure were developed and how they 

relate to a dementia caregiving population unlike the CGQ explored earlier 

(Losada et al., 2010).  Overall ‘The Caring Shame and Guilt questionnaire’ lacks 

clarity and definition, with minimal psychometric data.  Furthermore, it is 

important to note that the measurement of both guilt and shame within one 

measure offers potential for confounding the two emotions.  This is a particular 

risk owing to the lack of clarity in definition and conceptualisation of guilt and 

shame.   

 

In other quantitative research exploring the potential links between the self-

conscious emotions and the clinical presentation of the caregiver Losada et al. 

(2010) found strong associations between guilt, depression and anxiety.  
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Specifically, caregivers with higher scores on the CGQ also scored higher on 

measures exploring negative appraisal of behavioural problems, depression and 

anxiety.  In further research using the CGQ, Roach et al. (2013) identified a 

clinical cut-off whereby scores (above 22) are associated with a clinical level of 

depressive symptoms (as indicated on the CES-D).  Whilst this suggests that 

guilt may be associated with depressive symptoms, it is not possible to make 

causal inferences on this basis.  Furthermore, the reliability of this cut-off needs 

further exploration as the level of specificity is low (61.5%).   

 

Other research by Romero et al. (2013) reported that for those caregiving 

daughters who were identified to engage in low levels of leisure activities, higher 

levels of guilt were associated with higher levels of depressive symptoms.  A 

reduction in depressive symptomology as a result of an increase in leisure 

activities was only apparent for those with high levels of guilt.  Such findings 

indicate the possible benefits of behavioural activation (i.e. increase in 

meaningful activity) for such daughter caregivers.   

 

1.4.2.3. Links to other self-conscious emotions 

 

One study identified potential overlap between guilt and other self-conscious 

emotions.  Parks and Pilisuk (1999) found that male caregivers who reported a 

high sense of embarrassment also reported high guilt feelings.   
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1.4.3. Impact of behavioural symptoms and behavioural expression 

 

1.4.3.1. Impact of shame on relationships 

 

A number of studies suggest the experience of shame may impact on 

relationships, both within wider social relationships as well as within the care 

dyad.  This appeared most evident when studies reported on the caregiver’s 

response to the PwD behaviours.  Behavioural symptoms are more likely in 

moderate to severe stages of dementia.  Consequently the caregiver may be more 

vulnerable to an experience of shame along with associated consequences when 

caring for a PwD at this stage.   

 

Navab, Negarandeh, Peyrovi and Navab (2013) reported the challenging 

behaviours of the PwD (such as ‘nasty behaviour and speech’) led to feelings of 

shame when exposed publicly as apparent in both more intimate family settings 

and the wider community.  In order to manage this experience of shame 

caregivers resorted to social isolation.  The transferability of these specific 

findings must be approached with caution as the study was conducted in Iran.  

The findings have however been echoed in other qualitative investigation in 

other cultures as indicated below.     

 

Høgnes, Melin-Johansson, Norbergh and Danielson (2013) reported caregivers to 

describe feelings of guilt and shame as a result of the PwD engaging in 

behaviours such as shoplifting.  What reportedly followed was the caregiver’s 

withdrawal from activities that presented more opportunity for the PwD to 
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engage in these behaviours and further withdrawal from activities with families 

and friends ‘because it was easier.’  Høgnes et al. (2013) also found that it was 

difficult for caregivers to talk about feelings of shame as this tended to invite 

feelings of guilt.  This research study was conducted on a Swedish population.  

Issues of transferability are important to consider as with Navab et al. (2013). 

 

In quantitative exploration, Werner et al. (2011) found the caregiver stigma 

variables4 of shame and decreased involvement in caregiving were major 

contributing factors to burden.  If this is considered alongside the qualitative 

findings outlined above, there is indication that an experience of shame has the 

potential to impact significantly on the wellbeing of both the caregiver and the 

relationship within the care dyad.  A conceptualisation of shame is absent in this 

study, as shame is explored as a variable within the broader conceptualisation of 

family stigma.  This has implications regarding the specificity of the exploration 

of shame, when compared to the direct exploration of shame within other 

research (Martin et al., 2006).   

 

1.4.3.2. Impact of guilt on relationships 

 

The impact of the experience of guilt regarding social relationships was also 

identified within research findings.  In a qualitative study, Boykin and Winland-

Brown (1995) highlighted the potential for a positive outcome to the experience 

of guilt.  Guilt appeared to facilitate greater consideration of the PwD, leading to 

an enhanced commitment to them (Boykin & Winland-Brown, 1995).  This 

                                                 
4 Other dimensions included: ‘Lay persons stigma’ and ‘Structural stigma’   
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finding appears to reflect the views of key theorists in the study of guilt and 

shame suggesting that guilt has the propensity to repair and protect relations with 

significant others (Tangney & Dearing, 2002).   

 

Quantitative exploration offered by Losada et al. (2010) reported caregivers who 

experience guilt were also found to report low scores in relation to social support.  

This finding suggests that an experience of guilt may impact on a caregiver’s 

ability to engage with social support.  In addition, the study reported all but one 

of the guilt factors were found to be significantly associated with negative 

appraisals made about behavioural problems and a greater frequency of 

behavioural problems.  These findings suggest the potential for behavioural 

symptoms, most likely in moderate to severe stages of dementia, to expose 

vulnerability to an experience of guilt.   

 

1.4.4. Negative feelings towards the person with dementia 

 

Guilt following recognition of negative feelings or actions towards the PwD by 

the caregiver was identified in some research findings.  Boykin and Winland-

Brown (1995) identified guilt feelings experienced by the caregiver following 

their responding angrily to the PwD or treating them like a child.  In further 

qualitative enquiry, Karlin, Bell and Noah (2001) reported similar findings in 

relation to an acknowledged negativity towards the PwD.  These studies must be 

considered carefully regarding the clarity and strength of evidence offered.  

Areas of weakness relate to the methodological design, definition of major 

concepts and transferability of findings.   
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Quantitative research by Losada et al. (2010) and Roach et al. (2013) identified 

one of five factors within the CGQ to relate to guilt in relation to the experience 

of negative emotions.  As reported earlier, Losada et al. (2010) identified female 

caregivers, and adult-child caregivers caring for a parent, were more likely to 

experience ‘guilt about having negative feelings towards other people’5.  In 

further research using the CGQ Romero-Moreno et al. (2013) reported that the 

factor ‘guilt about negative feelings towards others’ did not moderate the 

relationship between frequency of leisure activities and depressive symptoms for 

daughters, sons, wives or husbands.   

 

1.4.5. Progression of illness 

 

1.4.5.1. Guilt over long-term care 

 

Engaging with decisions over the long-term care of the PwD was identified as 

significant regarding the self-conscious emotions elicited (Forbes, Bern-Klug & 

Gessert, 2000; Garity, 2006; Høgnes et al., 2013).  Forbes, Bern-Klug and 

Gessert (2000) reported decisions over long-term care were made within the 

context of ‘overwhelming burden and undying guilt’.  Guilt was not found to 

resolve following the PwD commencement of a long-term care placement.  

Furthermore, Garity (2006) suggested that guilt reduced the caregiver’s ability to 

cope with decisions over long-term care.  It is important to note that there is a 

lack of clarity regarding the methodological approach taken by Garity (2006), 

                                                 
5 Above males, spouses and other relatives 
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thereby questioning the robustness of this evidence.  Furthermore, this was a 

retrospective study, raising issues of reliability within the data obtained.  In more 

general comment, the studies outlined above (Forbes, Bern-Klug & Gessert, 

2000; Garity, 2006; Høgnes et al., 2013) offer evidence gained from samples of 

family caregivers with relatives in long-term care.  These findings may not be 

transferable to family caregivers at home.   

 

Høgnes et al. (2013) identified that feelings of shame were present both before 

and after nursing home placement.  Feelings of guilt and shame in spousal 

caregivers appeared to be generated as a result of perceived abandonment of the 

PwD.  Participants also identified feelings of guilt and freedom which were 

associated with placing their spouse in a residential home.  It appeared a sense of 

freedom connected to a ‘shadow of guilt or bad conscience’.   

 

This is a useful study due to the exploration of caregiver experiences, both before 

and after the commencement of a long-term care placement in addition to 

exploration of both guilt and shame.  However, as with Forbes et al. (2000) and 

Garity (2006) the study relies on participants remembering their experiences 

prior to placement, which raises issues of reliability.  Furthermore, it is important 

to note that two of the spouse’s relatives with dementia had died whilst their 

cases were still included in the sample. Their experiences of guilt are likely to be 

different and thus issues regarding the homogeneity of the sample are raised. 
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1.4.5.2. Feelings of failure in relation to an experience of guilt 

 

This theme appeared most evident when caregivers were engaged with decisions 

over long-term care.  A number of qualitative studies identified an experience of 

perceived failure by the caregiver in their role and associated guilt when 

decisions over long-term care were reflected on, and action taken (Gessert et al., 

2001; Høgnes, et al., 2013).  Guilt feelings were not found to resolve as a result 

of a long-term care placement commencing (Forbes et al., 2000; Karlin et al., 

2001). 

 

In quantitative research, the factors ‘guilt about doing wrong by the care 

recipient’ and ‘guilt about failing to meet the challenges of caregiving,’ were 

identified within the five main factors in the CGQ (Losada et al., 2010).  Both 

appear to relate to a punitive and critical approach to self from the caregiver. 

 

1.4.5.3. Cognitive dissonance 

 

The process of amending social and moral values and related cognitions as a 

result of perceived dissonance appears to have been alluded to in three studies 

(Garity, 2006; Karlin et al., 2001; Rudd et al., 1999).  Garity (2006) reported that 

guilt identified in relation to nursing-home placement, was reduced following 

recognition of the PwD’s need for 24 hour care.  Whilst Karlin, et al. (2001) 

suggested a dissatisfaction regarding long-term care was discussed as potentially 

motivated by an experience of guilt.   
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Rudd et al. (1999) reported that if the caregiver role appeared to have contributed 

to physical health problems, then the caregiver did not feel guilty over the 

placement into a nursing home.  This was most apparent when the caregiver had 

been offered permission by a figure of perceived authority such as a doctor 

(Rudd et al., 1999).  These examples illustrate attempts to rationalise, justify, and 

ease the discomfort of actions taken that are incongruent with personal 

constructs.  Rudd, et al. (1999) reported caregivers guilt feelings appeared related 

to a conflict in personal constructs between placing the PwD in residential care 

and a view that they did ‘not see themselves as the type of person who would do 

such a thing’.   

 

1.4.6. Sense of responsibility 

 

1.4.6.1. Responsibility for others 

 

Both qualitative (Gessert et al., 2001; Forbes et al., 2000) and quantitative 

(Losada et al., 2010; Romero-Moreno et al., 2013) research studies explored the 

experience of perceived responsibility for the care of the PwD.  Some studies 

suggest the difficulty for caregivers in splitting themselves between the PwD and 

other responsibilities (Gessert et al., 2000) introduces significant guilt.   Forbes et 

al. (2000) highlighted specific tension between the responsibility felt for young 

children in addition to the PwD as generating significant guilt feelings.   

 

It is important to note that the findings of the qualitative studies above offer a 

component of a wider research exploration of end-of-life care in dementia.  It is 
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unfortunate that neither paper appears to offer substantial critique or discussion 

of the research limitations, and consequently may be more vulnerable to 

researcher bias. 

 

The qualitative findings are supported within quantitative research, Losada et al.  

(2010) and Roach et al. (2013) identified a factor within the CGQ to be ‘guilt 

about neglecting other relatives’.  Romero-Moreno et al. (2013) and Losada et 

al. (2010) using the CGQ, reported females as scoring higher in relation to ‘guilt 

about neglecting other relatives’ than males.  Furthermore, Losada et al. (2010) 

suggested that adult-child caregivers were more likely to report guilt in relation 

to this factor, than spouses or other relatives.  

 

1.4.6.2. ‘Breaking promises’ 

 

A feeling of betrayal was a significant experience in relation to feelings of guilt 

over long-term care.  This was described as a feeling of ‘breaking promises’ and 

going against the express wishes of the PwD made years before (Garity, 2006; 

Gessert et al., 2001; Karlin et al., 2001).  The dissonance between these moral 

values alongside the related obligations made to the PwD appeared hard to 

assimilate and to compound a sense of guilt. 
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1.5. Discussion 

 

The aim of the current review was to critically evaluate empirical literature that 

has sought to investigate the self-conscious emotions of guilt and shame within 

the context of the dementia family caregiving relationship.  The findings will 

now be discussed and tentative conclusions offered regarding consideration of 

the current evidence and opportunity for further enquiry.   

 

1.5.1. Discussion of findings 

 

1.5.1.1. Vulnerable groups 

 

The current review suggested that adult-child caregivers were particularly 

vulnerable to an experience of guilt above other family members such as 

spouses.  With regards to gender females were highlighted as a group more 

vulnerable to an experience of guilt.  Interestingly, this experience appears in part 

to relate to female concerns about ‘others,’ with this social preoccupation 

facilitating an experience of guilt.  This concern to protect and facilitate relations 

may link to a sense of perceived responsibility, which is felt most strongly by 

female dementia caregivers.   

 

1.5.1.2. Clinical presentation 

 

Findings in relation to guilt, shame and clinical symptomology were inconsistent 

and as a result inconclusive.  This is surprising considering the links made 
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between these self-conscious emotions and depression (Kim, Thibodeau & 

Jorgensen, 2011).  Ruminatory processes particularly linked to depression and a 

downward spiral of cognition do have some resonance across, and within, some 

of the themes identified in the current review such as feelings of failure in 

relation to an experience of guilt (see page 47).  In view of the link between guilt 

and some diagnostic processes (American Psychiatric Association, 2013; Beck, 

1978), this area requires further exploration.   

 

1.5.1.3. Impact of guilt and shame 

 

When considering the impact of guilt and shame concerning the connection 

between the caregiver and the PwD, shame was found to be particularly 

detrimental.  Shame was associated with the caregiver seeking to socially isolate 

themselves resulting in the isolation of the care dyad (Navab, 2013; Hognes, 

2013; Werner, 2011).  However, these conclusions remain tentative as they are 

generated from a limited evidence base.  The potential negative impact of guilt 

was also discussed in relation to decreased engagement in social support which 

has the propensity to impact on both the caregiver and the PwD (Losada et al., 

2010).  Interestingly, there were some findings indicating that guilt may have the 

potential to improve the connection to the PwD (Boykin & Winland-Brown, 

1995).  This resonates with the wider literature on the potentially reparative 

nature of guilt (Tangney & Dearing, 2002).   

 

Guilt and shame appeared most apparent in relation to factors associated with 

illness progression such as decisions over long-term care (Forbes, Bern-Klug & 
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Gessert, 2000; Gessert et al., 2001; Garity, 2006; Høgnes et al., 2013) and 

behavioural symptoms of the PwD (Navab et al., 2013; Høgnes et al., 2013; 

Werner et al., 2011).  These external factors were discussed in relation to the 

influence of internal consequences that enhanced an experience of caregiver guilt 

such as feelings of betrayal (Garity, 2006; Gessert, Forbes & Bern-Klug, 2000; 

Karlin et al., 2001).  Internal processes that defended or managed against guilt 

feelings related to the repair that was prompted following an experience of 

cognitive dissonance (Garity, 2006; Karlin, Bell & Noah, 2001; Rudd et al., 

1999).  This internal process of repair was not facilitated through social 

interaction such as with the PwD.  Indeed, disturbance to reciprocal social 

communication in the latter stages of dementia obstructs the potential for social 

reparation with the PwD.  It is likely that the more an individual can self manage 

difficult feelings and conflicts and adapt to this social change, the more 

protection is offered concerning the impact of these self-conscious emotions.  

However, it also appears there is a balance to be struck between the avoidance of 

these emotions, whether through physical or emotional means and the need to 

experience these emotions in order to prompt relevant action.   

 

1.5.1.4. Conceptualisation 

 

The fusion of the two emotions in research investigation has led to a lack of 

clarity about which emotion is being measured or explored.  However, this may 

also suggest that there is a relationship between guilt and shame that requires 

further exploration.   Indeed, Tangney and Dearing (2002) refer to maladaptive 

guilt as a term used to reflect the potential fusion or overlap between guilt and 
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shame.  However, it is also important to recognise that findings within the 

current review suggest that the consequences of both guilt and shame appear to 

be qualitatively different promoting the need for research endeavours that 

attempt to clarify these concepts.   

 

There appeared to be more research exploring the self-conscious emotion of guilt 

within the current review.  This may in part be owing to the very nature of shame 

as a hidden emotion prompting social withdrawal.  This may also be due to the 

exploration of guilt for researchers, and the disclosure of guilt for caregivers 

being more acceptable than the emotion of shame in relation to a relative with 

dementia.   

 

1.5.1.5. Methodology Issues 

 

In view of the conceptual confusion apparent in this research area it is important 

to consider how best to clarify the current evidence and enhance the robustness 

of future research in this area.  It appears that further qualitative research may be 

best placed to explore the conceptualisation of guilt and shame in more detail.  

This would allow a broadening out of research enquiry to include exploration of 

the complexities and nuances in the experience of guilt and shame for dementia 

caregivers.  Due to weaknesses in clarity of some qualitative methodologies, 

more explicit methodological process would be beneficial, whilst qualitative 

research questions with a more specific focus on guilt and shame would offer 

more depth to research investigation. 
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The quality of quantitative research was also varied.  One weakness found was in 

relation to measures used to investigate the self-conscious emotions, which 

appeared to relate to how the emotions had been conceptualised.  However, the 

CGQ offers the most promise regarding the assessment of the emotion of guilt 

(Losada et al., 2010).  Furthermore, quantitative research was most adept at 

revealing further information regarding relationships to other factors and in 

relation to the screening and monitoring of self-conscious emotions.  This line of 

research enquiry needs to be maintained.     

 

It was notable that there was a very limited amount of data offered in relation to 

sample characteristics such as length of time caregivers had been caring, 

ethnicity and severity of dementia.  This is important to comment on as the 

variance within these factors could result in implications to the heterogeneity of 

the sample considered in this review. 

 

1.5.2. Research implications 

 

The current review suggests that whilst tentative conclusions can be drawn from 

the developing literature, there are a number of areas in relation to the experience 

of self-conscious emotions in the dementia caregiver that require further research 

attention.  These include:    

• The theoretical and conceptual understanding of guilt and shame  

• The potential interaction between guilt and shame  

• The impact of disturbance to social reciprocity concerning an experience 

of guilt and/or shame 
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• Protective factors that might mediate against the negative impact of guilt 

and/or shame 

• The links between guilt and/or shame in relation to clinical symptoms 

• The link between the stage of dementia and an experience of guilt and/or 

shame 

• The potential for guilt to be socially reparative in the dementia caregiving 

relationship 

 

1.5.3. Clinical implications 

 

1.5.3.1. Clinical assessment 

 

The current review indicates that clinical practitioners are more likely to hear 

expressions of guilt rather than shame from caregivers.  However, whilst this 

may be the case, practitioners should be encouraged to attend to the whole 

experience of the caregiver as guilt may harbour feelings of shame that may be 

more difficult for caregivers to express and for clinicians to identify.  

Furthermore, normalising the experience of guilt and shame within the 

caregiving relationship may support caregivers to talk about these feelings.   

 

1.5.3.2. Clinical intervention 

 

Within one-to-one therapeutic interaction with caregivers, it is important to offer 

a non-judgemental space that offers the potential to recognise, contain and talk 
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about feelings of guilt and shame.  Indeed, it is only once feelings are disclosed, 

that possible interventions can be considered.     

 

The findings of the current review lend support to clinical interventions aimed at 

enhancing self-compassion and raising awareness of self-criticism, such as 

compassionate mind training and mindfulness (Gilbert & Proctor, 2006; Gilbert 

& Irons, 2005; Kabat-Zinn, 1994).  Furthermore, such interventions may be of 

particular relevance considering the ruminatory processes linked to guilt and in 

view of the link to depression (Segal, 2002). 

 

Shame and guilt appeared to be associated with social withdrawal, which may 

have deleterious effects for both the caregiver and the PwD.  The value of 

connecting caregivers to socially available, inclusive and supportive networks 

and groups is highlighted, in order to maximise the potentially positive effects of 

the value of social connectedness. 

 

The positive impact of an increase in leisure activity was also highlighted in the 

current review (Romero-Moreno et al., 2013).  Engaging caregivers in positive, 

meaningful activity may offer an accessible coping strategy that protects against 

depressive symptoms.  Importantly, the benefits of behavioural activation may be 

greater for those caregivers who are experiencing higher levels of guilt in relation 

to their own self care.   
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1.5.4. Limitations of the current review 

 

The current review does present with a number of limitations.  In relation to 

study selection, the criteria used in the review may have excluded relevant 

literature as the review only focused on peer-reviewed studies published in 

English which may have resulted in a publication bias.  Fifteen articles were 

found that met the inclusion criteria for this review, however, some of the papers 

offered substantially more material to the research question than others.  This 

appeared to be linked to the variety of methodologies employed in the papers that 

met inclusion criteria. 

 

When the research question was applied to the literature a mixture of both 

qualitative and quantitative research was found.  Owing to the developing but 

limited research in this area, it was important that the review was query-led 

rather than methodology-led.  As a result, the review set out to critique both 

qualitative and quantitative research.  Studies employing a quantitative 

methodology were explicit about their explorations of guilt and/or shame, whilst 

qualitative aims were not able to direct the investigation so explicitly and 

findings typically were drawn out of broader aims.  Therefore, whilst it is hoped 

that all relevant qualitative studies were captured for review, the implicit nature 

of such investigation made this more challenging. 

 

There were a number of limitations relating to the sample population of the 

current review.  Females appeared to be over-represented in the sample when 

considering females have only a slightly greater representation in the national 
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population (ONS, 2011).  This is important to consider in relation to the 

generalisability of findings, particularly when considering the applicability to 

male caregivers.  This may be indicative of a natural trend for dementia family 

caregivers to be female, or it may be influenced by other differences between 

these two groups.   

 

Interestingly there is suggestion that females are more likely to develop dementia 

which would suggest that males would be more likely to be caregivers 

(Alzheimer’s Society 2014).  However, for reasons that need further empirical 

consideration male caregivers commonly represent a smaller proportion of 

dementia caregiver research samples.  Whether male caregivers represent an 

unreported sample of caregivers who do not access services and do not come 

forward to engage in research is yet to be fully explored.   

 

There was only one study conducted within the UK (Roach et al., 2013) which 

has implications regarding the applicability of the findings of the literature 

review to the UK caregiving population.  It is important to note that in cross 

cultural exploration of the utility of one measure of guilt across both Spanish 

(Losada et al., 2010) and UK (Roach et al., 2013) dementia caregivers that the 

same factors were identified across both caregiving populations.  This suggests 

potential cultural commonality in the experience of these emotions.  This needs 

further research attention, especially in view of the theoretical literature that 

suggests guilt and shame are set within a social and cultural context (Lewis, 

1971). 
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The samples were mainly recruited from care services or environments such as 

nursing homes, support services and memory clinics.  Therefore, the experiences 

of those caregivers who are not accessing services is not captured in this review.  

This, alongside the cross-sectional nature of the majority of studies, invites 

caution regarding the extrapolation of findings to all dementia family caregivers.  

In addition, only 4 out of the 15 articles reported findings in relation to shame.  

As the majority of exploration was around the experience of guilt, drawing 

conclusions in relation to shame is problematic. 

 

1.5.5. Conclusions 

 

The study of guilt and shame involved both qualitative and quantitative methods, 

with much difference seen within these approaches.  The range of methods used 

appears to relate in part to the differing concepts of guilt and shame underlying 

the studies.  Overall, the studies comprising the current review all present 

evidence that guilt and/or shame are experienced by the caregiver in the context 

of dementia.  These emotions were found to mostly result in negative 

consequences for dementia caregivers both emotionally and socially.  The 

importance of identifying these emotions in caregivers is significant as the 

potentially negative consequences of guilt and shame are translated and 

constructed in the context of this caregiving relationship, having real and 

practical consequences to both the caregiver and the PwD.   
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2.1. Abstract 

 

Objective: Minimal research attention has focused on the identity of dementia 

caregivers whilst even less research has adopted a discursive approach to 

considering dementia caregiver identity.  The current study aims to bridge these 

gaps through exploring identity construction in everyday talk from dementia 

caregivers.    

Methods: A discourse analysis was performed using data from an online support 

forum for dementia caregivers.  This analysis explored how identities are 

constructed and what identity is being used to achieve in interaction.   

Results: This analysis revealed the construction of two prominent and interacting 

identities, that of ‘fragile self’ and ‘fighter self.’  These identities were used to 

appeal for sympathy (‘fragile self’), call for action against perceived injustice 

(‘fighter self’) and present and protect moral character.  The fragile self was seen 

to orient to the fighter self position through interaction.   

Conclusions: Discourse analysis of dementia caregivers’ talk reveals the varied 

use of dementia caregiver’s identities in interaction.  This allows the potential for 

dementia caregivers to orient to alternative identities which may have benefits 

for all engaged in such supportive exchanges.   

 

 

Keywords: Dementia; Alzheimer’s; caregiver; identity; discourse analysis 
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2.2. Introduction 

 

The changes that occur as a result of dementia impact not just on the person with 

dementia (PwD), but also on significant others such as the caregiving spouse 

(Conde-Sala, Garre-Olmo, Turro-Garriga, Vilalta-Franch & Lopez-Pousa, 2010).  

Changes to the rules of reciprocity (Laursen & Hartup, 2002) within such social 

relationships result in both perceived and real shifts to the PwD’s social identity.  

A parallel process operates as caregivers’ self identity shifts in response to 

changing social rules and roles within the caregiving relationship (Andershed, 

2007; Karner & Bobbitt-Zeher, 2005).  As this process of readjustment is socially 

constructed, social interaction itself is likely to provide an authentic window into 

how such social action is performed.   The current paper begins with a broad 

overview of the literature in relation to dementia caregiving and identity, and 

then presents the discursive work in this area.  This is followed by an analysis of 

how caregivers contributions to an online dementia support forum construct and 

manage identity.  Furthermore, what these identities are used to achieve in 

interaction will also be explored.   

  

2.2.1. Dementia 

 

Dementia is a progressive, debilitating and irreversible condition that is 

characterised by significant loss of cognitive ability impacting on a wide range of 

functioning (WHO, 2012).  The impact of this cognitive loss alongside the 

statistical projections of the expanding aging population (ONS, 2012) suggests 

an increasing demand is likely to be placed on the resources of caregivers.  The 
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vast majority of these caregivers will be family or friends of the PwD, (Knapp et 

al., 2007).  The importance of considering the needs of both the PwD and their 

caregivers alongside an ethos of quality of care was highlighted in the first 

national dementia strategy (Department of Health, 2009).   

 

2.2.2. Dementia care 

 

The person centred approach to dementia care encourages an attunement to the 

social identity of the PwD promoting the concept of ‘personhood’ as central 

(Kitwood, 1997).   Personhood is defined as ‘A standing or status that is 

bestowed on one human being, by others, in the context of relationship and 

social being’ (Kitwood, 1997, p. 8).  This highlights the importance of 

considering social identity as co-constructed through interaction with others.   

 

The importance of social relationships draws attention to the interaction between 

the PwD and significant others such as the caregiving spouse.  As dementia 

advances, increasing disturbance to the rules of reciprocity (Laursen & Hartup, 

2002) places challenges on the caregiving relationship.  Furthermore, the 

challenges of dementia losses relating to role adjustment are significant and 

invite a process of adaptation and a reconstruction of aspects of social identity 

(Montgomery & Williams, 2001).  Research has suggested that changes in the 

caregiving spouse’s identity impact on how these caregivers identify themselves 

within the marital relationship (Hayes, 2009).   
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Considering the social arena in which these processes of adjustment take place it 

is important to consider how research methodologies may be adopted that are 

sympathetic to this dynamic interaction through exploring the use of language in 

publicly constructing and manifesting the social self.  Discursive psychology is 

thus presented as a well placed approach to the investigation of identity 

construction in interaction (Carbaugh, 1996; Gergen, 1994).   

 

2.2.3. Discursive psychology  

 

In sympathy with Kitwood’s (1997) person centered approach to dementia care, 

discursive theorists have challenged the traditional biomedical and cognitive 

approaches to dementia and dementia care (Adams, 1998).  Discursive 

psychology adopts the view that rather than language being reflective of an 

internal world, that it is critical in the construction of a social world (Potter & 

Wetherell, 1989; Potter, 1996).   

 

Social interaction is active, dynamic and adaptive and is not employed merely to 

describe or reflect on the world (i.e. cognition) but ‘…it is the site where 

meanings are created and changed’  (Taylor, 2001, p. 6).  Discursive 

psychologists are interested in this process and focus research attention on this 

interaction as the setting where social action becomes live such as through 

processes relating to the construction and management of identity, accountability 

and authenticity.  This approach allows ‘discourse to be treated as a social 

practice which can be studied as a real world phenomenon rather than a 

theoretical abstraction,’  (Edwards & Potter, 1992, p. 15).   
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Identity construction as a ‘real world phenomenon’ (Edwards & Potter, 1992, p. 

15) has been explored using discourse analysis within the field of mental health 

in relation to difficulties such as eating disorders (Giles, 2006), depression 

(Drew, 1999), schizophrenia (Meehan, 2008), and autism (Brownlow, 2006).  

Although limited discursive research within the area of dementia and dementia 

care has been undertaken, some research of particular relevance will now be 

considered.   

 

2.2.4. Discourse and society 

 

Social interaction has been explored within wider frameworks and social 

structures in connection to dementia, such as relating to media discourse (Peel, 

2014) and the judicial system (Harding, 2012).  Peel (2014) revealed in 

discursive analysis of media discourse a framing of dementia through the use of 

catastrophic metaphors, whilst informal caregivers did not use such hyperbole in 

their talk and did not focus on discussion of responsibility or accountability for 

the condition.  In exploration of legal discourse Harding (2012) revealed 

discussion around mental capacity may be operating to restrict the PwD and thus 

impact on the ability to support and maintain personhood.  The benefits of a 

discursive approach to interaction become apparent in relation to dementia and 

dementia care through revealing the social action relevant stakeholders engage in 

through discourse.   
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Dementia caregivers’ talk about care services has also received discursive 

research attention (Peel & Harding, 2013).  Three main themes emerged of 

‘services as a maze,’ ‘services as overly limited-beyond our remit’ and ‘the battle 

and fighting discourse’ used by caregivers.  In acknowledging the significance of 

the wider social context of discourse relating to dementia, it is of particular 

importance to consider the micro level social context of interaction.  The most 

frequent, influential and enduring social interactions within this context occur 

within the care dyad between the PwD and the dementia caregiver.  

Consequently, the social action performed within this dynamic is of particular 

interest.   

 

2.2.5. Discourse and identity  

 

The person centred approach to dementia appears to have encouraged a 

burgeoning research literature around the identity of the PwD (see Cadell & 

Clare, 2009 for a review).  Discursive research reveals the identity of the PwD as 

preserved but in need of maintenance through social interaction (Small, 1998; 

Sabat & Harrè, 1992).  In exploration of a dementia support group Henman 

(2014) suggested that the PwD appeared to use identity to draw out a sense of 

strength and agency.  Additionally Henman (2014) commented that PwD were 

able to ‘position and reposition’ themselves with the support of others (p. 11).  

 

Rather less attention has been paid to the identity of the dementia caregiver 

(Hayes, 2009) with even less research in this area adopting a discursive 

approach.  Forbat (2003) offered a discursive analysis of the interactions within a 
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care dyad drawn from research interview.  Analysis revealed gender roles, family 

positioning, power differentials and moral dimensions such as that of ‘good 

carer’ and ‘bad carer’ to be drawn upon.  This analysis focused attention on 

identity constructions and the discussion of relationship tensions in reference to 

the past relationship.  Such work highlights the potential for a discursive 

approach to reveal the construction of problems whilst offering potential to 

explore the function of such constructions within the dementia caregiving 

relationship.   

 

A discursive framework to dementia and dementia care has been outlined by 

Adams (1998).  Adams (1998) offered discussion of the construction of care, 

highlighting the importance of considering the position of family members and 

the PwD within an exploration of discourse.  Later empirical work exploring 

identity in dementia reveals how language is used by formal and informal 

caregivers in research interviews to construct identities relating to both the PwD 

and caregivers (Adams, 2000).  Identities such as ‘informant,’ ‘worrier’ and 

‘concerned carer’ were mobilised by a family caregiver in interaction with a 

community psychiatric nurse (CPN) to perform a range of accomplishments such 

as to justify criticism of care and to support credibility in action.   

 

Discursive research in this area has not been limited to the study of dementia 

caregiver speech.  Other discursive research has been conducted by Kirsi (2000) 

on the written stories of caregiving husbands.  This revealed that different 

identities were adopted by husbands such as ‘observer’, ‘reporter’, ‘responsible 

caregiver’, ‘independent actor’, ‘victim’ and ‘drifter.’  The performance of 
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identity revealed tensions between different roles such as that of ‘carer’ and 

‘man.’  Such research reveals the construction of identity as prominent in 

caregiver discourse whilst there is considerable variation in the use of identity as 

a result of context.  This research was undertaken on a Finnish sample of 

caregiving husbands with a data corpus generated for research purposes, the 

challenges of which will be explored later.   

 

Although there has been some discursive research undertaken in this area, overall 

there is a lack of consistently robust discursive research exploring the 

construction of identity in dementia caregiving spouses.  Hepburn et al. (2002) 

explored the emergence of different identities in dementia caregivers, however 

whilst a component of analysis focuses on the discourse of the caregivers, the 

way in which language is constructed within this discourse has not received 

explicit attention.  This interpretative approach to exploration adheres to the 

cognitivist view that language conveys underlying cognitions and beliefs and is a 

reflection of the internal world of the speaker rather than focusing on the action 

within verbal exchanges.  Overall, there has been no extensive research work 

undertaken using a discourse analysis of the talk of dementia caregivers natural 

and everyday interaction.   

 

The use of subject positions and the harnessing of dominant discourses reveal 

active and powerful social action implicit within language use in the construction 

of identity (Edley, 2001).  This research supports an understanding of identity as 

created within the context of interaction with another and not something that 

belongs to an individual (Abell & Stokoe, 2001).  Indeed, such research findings 
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resonate with both the concerns and the opportunities in dementia care 

highlighted by Kitwood (1997).  This, along with the research outlined above 

suggests a research emphasis should be placed on exploring not what identity is, 

but how it is constructed and what it accomplishes in everyday talk.   

 

2.2.6. Rationale 

 

Dementia prompts significant readjustment and redefinition of caregiver identity.  

As identity is a social co-construction occurring in response to and in connection 

with others, social interaction itself is likely to provide an authentic window into 

how such social action is performed.  Whilst the identity of the caregiving spouse 

has received some empirical attention from discursive researchers, the data has 

typically been ‘researcher provoked,’ with some research lacking an explicit and 

robust approach to discourse analysis.  The richness offered in natural and 

everyday talk of dementia caregivers is an authentic and privileged resource that 

facilitates a means of accessing everyday social interaction in order to explore 

the discursive construction and management of identity.  Discourse analysis is 

sympathetic to this dynamic interaction allowing the exploration of discursive 

practices that publicly construct and manifest the social self.   

 

Owing to the construction of self occurring within a social arena it was 

appropriate to focus on social relationships that are likely to have the greatest 

frequency of social interaction.  Spouses to PwD are more likely to be living with 

the PwD and therefore more likely to have more social contact.  This focus also 
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allows the analysis made to be more accurate to a specific dementia caregiving 

population. 

 

2.2.7. Aim  

  

The aim of the proposed study is to explore how spousal caregivers talk about the 

caring relationship and the identities that this relationship makes relevant within 

the context of dementia.   

 

2.2.8. Research question 

 

i) How do dementia spousal caregivers present and manage their own 

identity within the context of the caring relationship with a person 

with dementia? 

ii) What is identity used to achieve in the interaction of dementia spousal 

caregivers?   

 

2.3. Methodology 

 

2.3.1. Ethics 

 

The moderators of the ‘Talking Point’ forum at the Alzheimer’s Society were 

contacted and following submission of a research proposal (Appendix J) 

permission was given to conduct the research (see Appendix K).  Ethical 

approval was also granted by Coventry University (see Appendix L).  ‘Ethics 
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Guidelines for Internet-Mediated Research’ produced by the British 

Psychological Society (2013) were adhered to.  Steps were taken to protect 

contributor’s anonymity and pseudonyms were used.  When an online search was 

completed using examples of the extracts used in the analysis, none of the 

extracts were found to offer links to the Talking point forum which offered 

further anonymity.   

 

Individual consent from contributors was not gained.  The forum represented 

information published within the public domain and not requiring any 

membership to view.  However, careful consideration was given to issues of 

consent and all principles outlined by the British Psychological Society (2013) 

were considered and adhered to.    

 

2.3.2. Everyday interaction 

 

There has been debate in the exploration of social identity around the use of 

‘researcher-provoked’ data (Giles, 2006, p. 465).  Some researchers question the 

need to engineer research data when it is possible to access ‘real world data’ 

(Silverman, 2001, p. 159) and also in view of the challenges that ‘researcher-

provoked’ data can present (see Potter & Hepburn, 2005 and Potter & Hepburn, 

2012).  Within the context of dementia, Perkins, Whitworth and Lesser (1998) 

suggest ‘researcher provoked’ methods may ‘result in a discourse sample that is 

unlikely to reflect what happens between people with dementia and their 

caregivers on a daily basis’ (p. 35).  An avenue for exploration opens concerning 
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accessing everyday talk of dementia caregivers in order to explore social action 

in everyday interaction.   

 

2.3.3. Online support forums 

 

Online interactions can be treated as conversations that host features of 

interaction such as the use of discursive devices.  Identity can be used as a 

rhetorical device to construct, present and manage interactions within such 

settings (Horne & Wiggins, 2009; Lamerich & te Molder, 2003).  Indeed, 

research has begun to employ a discursive approach to exploring identity within 

interaction on online support forums relating to eating disorders (Giles, 2006), 

suicide (Horne & Wiggins, 2009) depression (Lamerichs, 2003) and bipolar 

disorder (Vayreda & Antaki, 2009).  Consequently, online contributions to a 

dementia support forum offer an important and relevant social communication 

for discourse analysis concerning how caregivers construct identity within talk 

about dementia.  

 

2.3.4. Data corpus 

 

The corpus of data for the current research was drawn from the Alzheimer’s 

Society online discussion forum ‘Talking Point.’  This forum is an open access 

forum that is available to the public with no membership necessary to view the 

forum.  As the Alzheimer’s Society host this forum and are the main national 

care and research charity for people with dementia and their caregivers the forum 
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is likely to capture contributions from a significant number of caregivers.  The 

forum is a very active and well used resource that hosts ten sub-forums6.   

 

2.3.5. Selection of data 

 

As the research question relates to spousal caregivers’ talk in the context of a 

dementia caregiving relationship, the sub-forum ‘I have a partner with dementia’ 

was identified and searched for the data corpus.  To ensure interaction 

appropriate to a discourse analysis was identified, which would facilitate the 

social actions under investigation; the researcher only included threads that held 

10 posts or more.  It was also important that the thread related to discussions of a 

caregiving relationship.  This was achieved by scanning the threads and assessing 

whether they included reference to the words ‘carer/care/caring/caregiver’ and 

‘person with dementia/wife/husband/partner,’ or related synonyms.    

 

The threads for analysis were taken from a two week period in February 2014.7  

During the time frame under analysis there were 37 threads posted.  Eighteen of 

these threads contained 10 or more posts.  One of these eighteen threads was 

removed from analysis as it was not focused on a caregiving relationship 

between a PwD and a wife/husband/partner.  This meant that there were 17 

threads included in the current analysis.     

 

                                                 
6 ‘I have dementia’; ‘I have a partner with dementia’; ‘I care for a person with dementia’; 
‘Younger people with dementia and their carers’; ‘Lesbian and gay people with dementia and 
their carers’; ‘Memory concerns and seeking a diagnosis’; ‘Recently diagnosed and early stages 
of dementia’; ‘Middle-later stages of dementia’; ‘End of life’; ‘After dementia- Dealing with 
loss.’  
 
7 The time frame is not specified in order to preserve anonymity.   
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2.3.6. Conducting the analysis 

 

Analysis intended to explore what the caregivers were attempting to accomplish 

in their contributions to the forum.  This focus on social action in relation to what 

is achieved in interaction was informed by Edwards and Potter’s (1992) approach 

to discourse analysis that presents the Discourse Action Model.  The current 

analysis focuses on a component of the model that relates to action orientation.  

This involved a focus on how identities are developed and what is achieved by 

the use of identity in caregivers’ interaction. 

 

Data were initially read and re read to identify action orientation that was 

relevant to the research question.  Once identified, the identities and discursive 

devices within the data were evidenced using extracts from the discourse.  All 

extracts have been quoted as presented on the discussion forum whilst usernames 

have been replaced with numbers.  All of the extracts are taken from one thread 

that contains 50 postings.  The posts are made at different times and on different 

days but the interaction between the forum users is clearly identifiable.  Extract 

1, 2, 3 and 6 are presented in full whilst extract 4, 5, 7 and 8 present some 

content from the postings specified.  For full extracts please see Appendix M. 

 

The core analysis was conducted on one thread as the identities under 

exploration, whilst common throughout the data set as a whole, were most 

clearly developed in this thread.  In addition, in exploring other threads on the 

forum it appeared the identities apparent in the thread used in the current analysis 
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were significant throughout much talk between dementia caregivers on the 

forum.   

 

Whilst as a methodology discourse analysis makes no direct claims regarding 

generalisability, what it does do is focus on the action within discourse and 

patterns within discourse which offers information regarding what actions may 

be more likely to achieve particular ends (Goodman, 2008).  Furthermore, the 

discourse action model (Potter, 1992) used in the current analysis offers a 

distinct, coherent and standardised way of analysing discourse in relation to 

social action.  Thus the current analysis of one thread can be seen to offer 

information regarding the performance of a particular discursive strategy, in this 

case the use of identity, as  likely to produce the same social action within other 

contexts (Goodman, 2008). 

  

2.4. Analysis 

 

The identities of ‘fragile self’ and ‘fighter self’ are prominent discursive 

currencies within the data set.  A focus on the interactional nature of these two 

identities presents three distinct stages.  The first stage introduces the ‘fragile 

self’ who is presented as weak, vulnerable and uncertain, reflecting passivity in 

action.  The ‘fragile self’ accomplishes a range of discursive achievements.  

These ultimately reflect an investment in gaining help and support from others 

and protecting a position of ‘good carer’ and ‘wife’.  The second stage involves 

the presentation of the ‘fighter self’ in response to the ‘fragile self’.  This identity 

is presented as strong, knowledgeable and robust with an active, task oriented 
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approach.  The ‘fighter self’ ultimately challenges the ‘fragile self’ through a 

supportive call to action.  This identity is also significant in the further 

preservation of the moral character8 of ‘fragile self.’  

 

Finally, the third stage presents this interactional exchange as facilitating a shift 

in position of the original contributor.  The ‘fragile self’ responds to the ‘fighter 

self’ by taking on the ‘fighter identity’.  It is the interplay and contrast between 

the two identities that is of interest to the current analysis.   

 

2.4.1.‘Fragile self’  

 

The first extract is taken from the first post on the online thread and illustrates 

the construction of the identity of the ‘fragile self.’  What is of analytic interest is 

how the ‘fragile self’ is being constructed and what this identity is being used to 

do in interaction (Horton-Salway, 2001), which here presents and protects the 

moral character of the contributors (Gunnarsson, Hemmingsson & Hydén, 2013; 

Stokoe, 2003).  

 

 

 

                                                 
8 The reference made to the ‘moral character’ of caregivers is best understood in reference to the 
following quote: 
‘Social conduct and social relations are essentially accountable phenomena.  They are 
constituted through our practices of reporting, describing and reasoning and therein lies the 
central role that language plays in constructing social reality. Any consideration of the 
accountability of social conduct brings directly into focus moral dimensions of language use:' in 
the (interactional) circumstances in which we report our own or others' conduct, our descriptions 
are themselves accountable phenomena through which we recognizably display an action's 
(im)propriety, (in)correctness,(un)suitability, (in)appropriateness, (in)justice, (dis)honesty, and 
so forth. Insofar as descriptions are unavoidably incomplete and selective, they are designed for 
specific and local interactional purposes. Hence they may, always and irretrievably, be 
understood as doing moral work’ (Drew, 1998:295). 
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Extract 1: (Day 1 of interaction 12.23am, 1st post) 

C 1 (original contributor): 

1. ‘Hi ive been so upset today my hubby went into respite thought he would  

2. be in there a bit longer as i can not look after him anymore, i have  

3. serious  health problems my self and hes such a tall man to me im only 5ft  

4. hes has already been agressive and tried to strangle me in june when then  

5. i had to walk out and get social workers involved and now hes doing it  

6. again but he was like it when he was young violent and abusive but only  

7. ever in front of my family not his. Still we got through those bad years  

8. and every thing seemed to mellow and get better. Then this discusting  

9. horrible disease hit us and cause its lewy body hes regessing back to  

10. when he was young and because of my health need to adress this . So its  

11. me thats got to leave my home and take my dog to the kennels just so they  

12. can see if he will manage on his own with cares and things but he smokes  

13. and falls asleep with itvin his hand meening im throwing a lot of things  

14. away because hes burt them ie his clothes carpets and such. They  

15. know this as they have seen it i have had a mininstroke in the last fornight  

16. from the stress already dont get me wrong we have been married for  

17. 50yrs this yr i still love hum and only want the best for him but cant they  

18. see its killing me litreally…’ 

C1 introduces ‘my hubby’ (line 1) to the narrative which illustrates affection and 

an intimacy in connection.  However, C1 then goes on to present the behaviour 

of her husband as deviating from this normative role within a typical marital 

relationship (Abell & Stokoe, 2001).  This allows the difficult disclosures of C1 
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within the personal narrative to be received as valid and justified and defends 

against an accusation of ‘uncaring’ wife (Stokoe, 2003).  This moral work is also 

achieved elsewhere (line 2) through construction of a historically consistent and 

reliable caregiver identity.     

C1’s physical health status (lines 2-3 and lines 10 & 15) is used to suggest that it 

is unreasonable and risky for C1 to continue to look after her husband and serves 

to neutralise the potency of the moral dilemma of withdrawing from the daily 

care of her husband.  C1’s physical health is identified as a direct causal link to 

help-seeking (line 10) whilst the contrast (Atkinson, 1984) between the 

contributor’s physical health and her husband’s stature as ‘such a tall man’ (line 

3) positions the contributor as physically weaker than her partner.  This contrast 

is further developed as the contributor draws on evidence from the past, that her 

husband has been ‘violent and abusive’ (line 6) and that ‘hes regessing back’ 

(line 9).  This supports the credibility of C1’s fears and draws focus to her 

position as weak and vulnerable.   

A ‘fragile self’ identity has been assumed in the past in this marital relationship 

(line 6).  Indeed the fragile identity appears to permeate out to the couple 

identity, as a fragile relationship is indicated.   The weaker identity of the ‘fragile 

self’ appears to function in response and connection to a stronger, dominant 

identity.  A threatened position is assumed by C1 whilst her husband is 

constructed in a threatening position implying a power differential which again 

establishes the fragile identity of C1 and suggests a fragile marital relationship. 

A fragile identity is further developed (line 11) through drawing upon the social 

category of homelessness which is amplified through suggestion C1 is being 
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forced by ‘them’.  This situates ‘them’ as a powerful other placing pressure on 

C1 leading to exposure of her ‘fragile self.’  The use of the word ‘they’ (lines 11, 

14, 15, 17) depersonalises the ‘professional other’ and allows C1 potential to 

criticise the wider care system rather than blame a specific individual, thus 

diffusing accountability.  In addition, this diffusion of responsibility protects the 

care professionals within the system from specific attack which allows the 

potential for the system to still help C1. 

The ‘fragile self’ is also used in order to develop justification for criticising 

‘them.’  The use of the word ‘just’ (line 11) undermines the request that ‘they’ 

(line 11) are making as evidently unreasonable (Goodman & Burke, 2010).  This 

is especially unreasonable when considered in the context of the ‘fragile self’ that 

is developed within the narrative.  This is further exemplified when ‘they’ (line 

14) are presented to ‘know’ (line 15) that her husband is unlikely to manage on 

his own.  This again undermines ‘their’ request and suggests that C1 is the target 

of a pointless and contrived exercise.  This develops strong validation for 

criticising ‘them.’   

Justification for this criticism is further developed in lines 15-18.  An extreme 

case formulation (Pomerantz, 1986) is used in order to highlight the severity and 

urgency of C1’s case which implies ‘they’ (line 17) are responsible for C1’s poor 

physical health and her potential loss of life.  This is a call for ‘them’ to help 

rather than an attack on her husband, which is more socially and morally 

palatable.   

At the close of the extract, C1 draws heavily on her relationship to her husband 

and her identity as a ‘wife’ following suggestion of a problematic position in line 
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15.  This discursive work serves to inoculate against concerns over the 

disclosures that she has made as potentially compromising the role of wife.  This 

also achieves some moral work as it leaves the reader with the final message that 

C1 wants ‘the best’ (line 17) for her husband and attempts to deflect accusations 

that C1 is not a ‘good wife.’ 

A fragile identity in this context is constructed in order to justify why C1 ‘can 

not look after’ (line 2) her husband anymore, to undermine the actions of other 

professionals (lines 11-15) and in order to legitimise help-seeking (lines 9-10).  

The ‘fragile self’ is harnessed to appeal for help, support and understanding 

whilst it also serves to deflect any potential accusations of being uncaring or 

unwilling to care within the social roles drawn upon, such as that of ‘wife’ or 

‘carer’. 

C1’s use of the ‘fragile identity’ can be seen to work as an invitation for 

emotional support. The following extracts demonstrate how this identity was 

responded to with sympathy.  

Extract 2: (Day 1 of interaction, 12.27 am, 2nd post) 

  

1. ‘Oh dear this is an awful situation for you. I can’t offer any advice at all  

2. but please know that my thoughts are with you.’ 

 

Extract 3: (Day 1 of interaction, 12.39 am, 3rd post)  

 

1.‘So sorry to hear your problems.  Can’t offer any advice but sending big  

2. hugs’ 
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These extracts highlight the accomplishment of the ‘fragile identity’ in gaining 

emotional support and a sympathetic response from others.  It is the fifth posting 

of the thread presented below in extract 4, that begins to work up a ‘fighter self’ 

in response to the ‘fragile self’.   

Extract 4: (Day 1 of interaction, 01.55am, 5th post) 

Contributor 2 (C2) 

 

1. ‘…No no no, this is all wrong.  Can you tell us what has happened  

2. and who specifically told you what?...’   

 

C2 then goes on to ask 13 questions to the original contributor about aspects of 

her situation and her interaction with the wider care system.  This questioning is 

then followed by direct instruction to C1 about who to contact and how.  (Please 

see Appendix M for full extract).  C1 then goes on to say: 

 

3. ‘…I hope this is of help to you. If we can help in any other way then give  

4. us a shout, but it would useful to have the details outlined above so we 

5. can fully understand who is giving you all this grief.’ 

 

This post starts to develop the possibility of C1’s orientation to a different 

position through C2 encouraging a sense of agency and ability to act.  At the 

beginning of this extract an emphatic statement and use of a three part list 

(Jefferson, 1990) implies an authoritative identity that demonstrates an awareness 

of the issues that C1’s situation raises.  This interrogation appears to function in 

order to develop strength in the case against ‘them’ (extract 1, lines 11, 14, 15, 
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17).  This establishes a moral imperative for justified action as C1’s situation is 

suggested to be ‘wrong’ (line 1).  The trouble indicated through potential action 

by C1 (extract 1, line 2-3) is owned and worked up by C2.  Through developing 

an argument on behalf of C1, C1 is encouraged to develop their sense of agency 

in this situation.   

 

The use of the word ‘us’ and ‘we’ (lines 3 &4) invites others to share the position 

of C2.  Indeed, there appears to be a drawing together in a supportive group 

identity of caregiver.  What follows is a number of posts that corroborate the 

position of C2 leading to support the authority and credibility of their position.  

This identity draws on the social and moral rights of C1 and in doing so 

encourages C1 to draw upon and develop their moral agency (Carbaugh, 1996; 

Gunnarsson, Hemmingsson & Hydén, 2013; Stokoe, 2003).   

 

Extract 5:9 (Day 1 of interaction, examples of discourse from 6th-11th post)  
 
(04.38am, 6th post)10   
 

1.‘WOW C2, you are amazing’ 

(5.04 am, 7th post)  

2. ‘I also think C2 was spot on ’ 

(09.38am, 8th post)  

3. ‘Lots of good advice…’ 

(09.53am, 9th post)  

4. ‘You have received good advice…I do hope that you  

5. are not forced out of your home.  Surely you can’t be if your name is on  
                                                 
9 This extract is made up of post 6-11 but are line numbered as one extract.  For full extract see   
   Appendix M.    
10 All the extracts explored so far cover a period of 12 hours following the initial posting. 
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6. the rent book…. Please fight for you and your dog.  You shouldn’t have to  

7. be treated like this.’ 

(10.58am, 10th post)  

8. ‘…Please take C2’s advise, she is usually spot on…’ 

(11.53am, 11th post)  

9. ‘I’m lost for words.  C2’s post is spot on.  I do hope you get things sorted  

10.  out for yourself. x’ 

Extract 5 reflects a consensus and corroboration (Clouder et al., 2011) that 

develops stable ground for the ‘fighter identity’ to emerge whilst the persuasive 

position of C2 achieves discursive work in encouraging the potential 

reorientation of C1’s position.  The statement in Post 9 ‘please fight’ (line 6) is 

particularly important in helping to develop a ‘fighter identity. 

 

2.4.2.‘Fighter self’ 

 

The ‘fighter self’ emerges as a strong and resilient identity that presents a robust 

sense of agency able to engage with action.  This identity is in stark contrast to 

the ‘fragile self.’  However, the presence of the two identities within the same 

discourse serves to amplify the qualities and purpose of the other.  Specifically, 

the implication in discourse of C1 as passive draws an authoritative response 

from C2 whilst this dichotomy is what establishes grounds for shifting position.  

The analysis in relation to ‘fighter self’ will now be discussed.    
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Extract 6 below, reflects the ‘fighter identity’ that has been developed and 

validated by other members on the forum.  It is in response to a new posting by 

the original contributor C1 (12th post).  In this post C1’s thanks are expressed for 

the comments offered by contributors whilst she indicates needing to know 

where she stands.  This is set within further narrative construction of the ‘fragile 

self’ (see Appendix M for full extract). 

 

Extract 6: (Day 2 of interaction after 2 days of no posting, 13th post, 3 days after 

C1’s initial post) 

Contributor 3 (C 3)  

1. ‘(C1), it is your home.  Your husband must be removed and assessed. 

2. You and your darling dog friend do not need to go anywhere. 

3. You must enlist the support of an agency to help you, Alzheimer's Society,  

4. Age UK, Carers UK, your M.P. 

5. ...please do NOT give up and move into a place that means your dog has  

6. to be re-homed while 'they' assess your husband. 

7. They must take him out of the situation where he is threatening you and  

8. assess him.  It's nonsense for them to suggest that it must be done within  

9. his home.  His aggression and violence means he has violated HIS  

10. tenancy.  Please don't agree to this, you have the support of the law on  

11. your side.’ 

 

In this extract, C3 suggests the location of the problem to be ‘your husband.’    

The words ‘removed’ and ‘assessed,’ (line 1) suggest an objectification of C1’s 

husband and develops a distance between husband and wife.  The distancing 
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from the PwD gives space for the introduction of a ‘fighter’ narrative.  The initial 

statement (line 1) sets up the portioning of responsibility away from C1 which is 

developed further as the narrative continues.   

 

This statement (line 1) serves to offer greater physical and emotional security as 

C3 reminds C1 that this is her home, which implies she is deserving of rights in 

this context.  In addition, the language used implies a clinical approach to the 

problem, suggesting her husband must be ‘removed’ (line 1).  This again 

develops a sense of distance but also suggests involvement from professional 

others that again portions responsibility elsewhere i.e. away from C1.   

 

C3 draws upon the use of ‘they’ (line 6 & 7) which reflects the language of the 

‘fragile self’ (extract 1, lines 11, 14, 15 & 17) and validates the assertion that 

criticism towards nameless professionals and consequently a wider care system is 

justified.  This positioning of care professionals as a ‘generalised other’ 

(Holdsworth & Morgan, 2007) suggests a diffusion of responsibility that 

attempts to preserve C1’s moral character as care professionals are implicated as 

inadequate.   

 

The use of the word ‘must’ evokes a sense of necessity for action which supports 

a bolstering and encouragement of a sense of agency in dialogue with a ‘fragile 

self’.  This auxiliary verb is used frequently within this extract to indicate a need 

and urgency for action and fight (lines 1, 3, 7 & 8).  This also amplifies C1’s 

rights and the moral justification for action.  Whilst C1 is embroiled in a personal 

narrative which indicates a moral dilemma, the sourcing of social permissions 
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elsewhere offer strong grounds for the acceptance of the opinions of an objective 

other.  This mobilises agency and grounds for action.   

 

C3 identifies key power figures in the form of important agencies that help to 

develop strength in the response of the first contributor, C1.  To extend the battle 

metaphor further, this helps to develop a powerful army taking the form of 

‘Alzheimer's Society, Age UK, Carers UK, your M.P’ and ‘the law,’ (lines 3-4). 

 

Within the construction of a ‘fragile identity’ is an implicit suggestion of 

potential or actual resignation.  This appears to have been responded to by the 

‘fighter self’ resulting in the following emphatic plea, ‘please do NOT give up,’ 

(line 5).  This authoritative instruction positions the ‘fighter self’ as in control, 

dominant and having influence over the ‘fragile self.’  

 

The word ‘enlist’ (line 3) has connotations of enlisting as a member of the armed 

forces and invokes the identity of ‘fighter’.  Furthermore, the suggestion that ‘the 

law is on your side,’ (lines 10-11) supports a justification of a ‘fighter identity’ to 

battle the professional other.  This draws on the significant and powerful social 

institution of the law as an important authority member of the battle team.   

 

The active nature of a battle is also reflected in how language has been 

constructed.  There are more verbs used in the ‘fighter’ extract when compared 

with the ‘fragile self.’  The verbs are used to direct the ‘fragile self’ to act or to 

instigate action.  ‘Your husband must be removed,’ (line 1), ‘you must enlist’ 

(line 3) ‘they must take’ (line 7).  Furthermore, the choice of language also 
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reflects a slight distance from this action suggesting the ‘fragile self’ does not 

have to necessarily own the action, but they need to instigate it.  In response to 

the ‘fragile self’ presented, it appears contributors are encouraging the individual 

to act through others.  In addition, the short sentences and the directive language 

construction simplify the method of problem solving suggesting that this action 

is manageable to the ‘fragile self’.   

 

C3 acknowledges the threatened, and therefore vulnerable, position of C1 and 

uses this as a tool to justify grounds for action.  C3 directs responsibility towards 

the PwD, ‘His aggression and violence means he has violated HIS tenancy,’ 

(lines 9-10).  However, there is a distinction between the portioning of 

responsibility towards the PwD when compared with the portioning of 

responsibility to other professionals.  That is, whilst the PwD is drawn into the 

narrative as a significant blameworthy protagonist, the consequences and action 

taken as a result of this are static and merely serve to deflect blame from C1 and 

to justify action elsewhere.  The dynamic battle is waged against the professional 

other and not the PwD as this is morally more palatable and justified.  This 

‘blame the system’ strategy has also been identified in discussion relating to 

asylum seekers (Goodman, 2008; Goodman & Speer, 2007).  

 

Discursive devices are used by the ‘fighter identity’ to distance, encourage and 

develop a case for action particularly when speaking to a ‘fragile self’.  The 

‘fighter identity’ provides armour to the ‘fragile identity’ in order to develop a 

sense of agency and justification in action.  Indeed, the interaction between the 

two identities is significant and potent as the analysis below suggests.   
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2.4.3. ‘The Fragile self’ responds to ‘The Fighter self’ 

 

The third stage of development within this interaction is presented in the 

response of the ‘fragile self’ to the ‘fighter self.’  The interplay between these 

two identities suggests the ‘fragile self’ is orienting to the idea of the ‘fighter 

self’ and is aligning themselves as a ‘fighter.’  The extract below follows directly 

on from the previous posts presented above.   

 

Extract 7: (Day 2 of interaction after 2 days of no posting, 14th post) 

C1, original contributor (see Appendix M for full extract).   

 

1. ‘Thanks X i am going to do this on monday hope all go's well as im  

2. putting my foot down on this one’ 

 

This extract presents a clear shift in C1’s position when contrasted with extract 1.  

A sense of agency and ownership of action begins to emerge in the strength of 

the statement.  The description reflects strength in the justified mobilisation of 

appropriate action.  C1 has more agency and consequently appears more morally 

justified in her actions.  However, there still appears some trouble in relation to 

this new position as C1 says ‘hope all go’s well’ (line 1).  This also suggests that 

the experience of putting her foot down is new and she does not know what to 

expect.   

 

In the interaction that follows there is more gathering of evidence and support for 

C1’s case, as the ‘fighter self’ armours the ‘fragile self’ with the facts and draws 
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upon the rights of C1 as well as the duties and responsibilities of the care system.  

The ‘fragile self’ is constructed further through drawing on risk, fear and the 

position of an underdog.  This discursive work encourages and gives further 

permission for the ‘fragile self’ to act, developing her sense of agency in 

allowing her to stand her ground.  The interplay between the two identities 

creates an implicit moral dialogue of rights and duties that enables the explicit 

alignment of the ‘fragile self’ with the ‘fighter identity’ as presented in extract 8 

below.    

 

Extract 8: (Day 4 of interaction after 1 day of no posting, 29th post) 

C1, original contributor    

 

1. ‘…..he his now well enough to come home to which i replied he cant  

2. come back here mind i think there trying to pass the buck back to me  

3. but like you all said im standing my ground she said they are applying  

4. for something from somewhere that allows them to deprive him of his  

5. liberty to keep him in hospital…’ 

 

The opening of the extract indicates that it has been argued that her husband is 

now well enough to come home.  This is the point of battle as C1 states ‘he cant 

come back here’ (lines 1-2).  This statement reflects a strong and almost defiant 

position held by C1.  Indeed, the statement is particularly strong as no 

justification in narrative follows.  Line 2 indicates potential threat to this position 

as it is suggested ‘there trying to pass the buck back to me’ (line 2).  However, 

despite this threat the important sentence follows ‘like you all said im standing 
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my ground’ (line 3).  This is a significant shift in position from the first extract.  

C1 has demonstrated how important the ‘fighter self’ has been in initiating 

change and action as C1 is now actively engaging with other professionals to 

allow potential change.  Line 3 illustrates the strength of the group ‘fighter 

identity’ invoked in extract 4 and extract 6.  C1 is drawing upon this group 

consensus and identity to justify her new position.  The army of ‘fighter self’ was 

responded to.  Line 3 again invokes the battle metaphor and indicates a strength 

in position that was not previously available to C1.   

 

The shift in orientation of the ‘fragile self’ positions this identity as more 

malleable and unstable than the strong and robust ‘fighter self.’  It is interesting 

to note how the qualities of the ‘fragile self’ are realised and replayed in 

interaction.  The ‘fragile self’ does not hold their position but a shift is influenced  

by a dominant other.   

 

In exploring the interaction of these identities, it appears the ‘fragile self’ 

attempts to work hard to construct and maintain their moral character.  

Inevitably, at times during the identity of ‘fragile self’ a troubled moral picture is 

indicated as in drawing on the identity of a ‘good carer’, an identity of ‘bad 

carer’ is implicit.  This invites a negotiation of blame and accusation in relation 

to the ‘fragile self’ and the management of a moral self in the presence of others.  

This social and moral work invites the strength and action of the ‘fighter self’ 

that facilitates the preservation of moral self within the ‘fragile’ caregiver.  

Ultimately, as a result of the challenge of the ‘fighter self’, the ‘fragile self’ is 

able to present herself as being more assertive.  
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2.5. Discussion 

 

2.5.1. Summary of the findings 

 

The analysis highlights the extensive discursive work relating to the construction 

and function of identity in dementia caregivers’ talk.  The identities of ‘fragile 

self’ and ‘fighter self’ emerged as prominent within the data and their 

construction and interaction performs a number of discursive achievements.  

Most evident is the discursive work undertaken within and by these identities in 

relation to the protection and presentation of caregiver’s moral character.   

 

The ‘fragile self’ is invested in seeking help and support and also in protecting 

the speaker’s moral character as being a ‘good carer’.  The ‘fighter self’ is 

invested in offering supportive challenge to the ‘fragile self’ with this identity 

achieving further discursive work in the preservation of the ‘fragile self’s’ moral 

integrity.  Lastly, but importantly, the interaction between these two identities 

results in a shift in orientation from the ‘fragile self’ to a ‘fighter self.’ 

 

2.5.2. Discussion relating to literature 

 

The current study moves the exploration of identity in dementia caregivers 

forward from a focus on what identity is (Cadell & Clare, 2009) to exploring and 

understanding how it might be used in caregiver’s everyday interactions.  Unlike 

previous discursive research contributions in the context of dementia care 

(Forbat, 2003; Adams, 2000) the current study develops knowledge of how 
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identity is used by exploring interactions specifically between dementia 

caregivers.  Furthermore, rather than focusing on identity work in relation to 

processes of social exclusion (Adams, 2000) or relationship difficulties (Forbat, 

2003) the findings of the current study suggest the potential benefits of identity 

exploration to the caregiver as facilitated and shared within peer interactions.   

 

Whilst the identity of the caregiving spouse has received some empirical 

attention from discursive researchers, this data has typically been ‘researcher 

provoked,’ (Forbat, 2003; Adams, 2000), with some research lacking an explicit 

and robust approach to discourse analysis (Hepburn et al., 2002).  The current 

study develops understanding of the authentic everyday interactions between 

dementia caregivers (Perkins, Whitworth & Lesser, 1998) through exploring 

discursive practices that publicly construct and manifest the social self in 

everyday interaction.  Findings suggest how the naturally occurring discourse 

between caregivers may facilitate credible and supportive challenge to a 

disempowered sense of self.  Indeed, whilst reciprocal communication within the 

care dyad becomes compromised as dementia progresses (Laursen & Hartup, 

2002) the current study indicates the possible benefits to the caregiver of 

engaging in reciprocal interaction elsewhere.   

 

In the current study a supportive call to action from the ‘fighter self’ constructed 

a moral battle against the care system.  Previous discursive research has 

identified a ‘battle and fighting discourse’ in dementia caregiver’s language 

suggesting problematic access to care services (Peel & Harding, 2013).  

However, the findings of the current study develop understanding of how this 
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discourse may be harnessed by dementia caregivers and what it may be used to 

do in interaction.  The dynamic and adaptive use of the ‘fighter self’ identity in 

the battle discourse offers supportive challenge, attempts to maintain moral 

character and allows criticism of care professionals.  The discursive work 

achieved within this discourse encourages an orientation to a more agentic 

identity that may have benefits for dementia caregivers invested in the discourse.  

Indeed, agentic identity encourages the possibility of initiating action, the 

benefits of which have been identified in other research (Henman, 2014; 

Gunnarsson, Hemmingsson & Hydén, 2013) 

 

Dementia caregivers’ supportive interactions in the current study reveal the 

emergence of moral identities.  Caregivers draw upon the moral dimensions of 

‘good carer’ and ‘bad carer’ throughout interaction.  This builds upon work 

conducted by Forbat (2003) revealing the use of moral dimensions of ‘good 

carer’ and ‘bad carer’ in the context of identity construction and relationship 

difficulties between a caregiver and PwD.  The current analysis focuses on 

identity work in relation and connection to the caregiver only, which offers the 

potential for the dementia caregiver to acknowledge and explore positive and 

negative identities specific to them as a caregiver.   

   

The use of identity in dementia caregivers’ language has been evidenced in 

previous explorations both in spoken (Adams, 2000; Forbat, 2003) and written 

discourse (Kirsi, 2000).  However, there has been no previous research exploring 

the construction of dementia caregiver identity online and as a result this research 

provides new and specific knowledge to develop the understanding of dementia 
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caregiver identity.  Indeed, as the potential for using the internet as a supportive 

tool is ever increasing, it is important to understand the use of caregiver identity 

in online interaction.   

 

The particular landscape in which the identity of the dementia caregiver is drawn 

is set within a unique and interesting social context.  Unlike other online 

communities where the discursive currency of identity has been explored (Horne 

& Wiggins, 2009; Lamerich & te Molder, 2003; Giles, 2006) the identity of the 

dementia caregiver is not chosen but is entirely contingent on the caregivers 

social relations with the PwD.  This may account for the amount of moral work 

that is undertaken in this interaction.   

 

Caregiver identity is not associated with pathology as with other online identity 

research (Horne & Wiggins, 2009; Lamerich & te Molder, 2003; Giles, 2006).  

The current findings highlight the potential positive impact of everyday 

interaction as an accessible and sustainable support to facilitating important and  

inevitable identity work in dementia caregivers.   

 

2.5.3. Methodological limitations 

 

The interaction explored in this analysis and the data set as a whole are 

predominantly representative of the discourse of female caregivers.  Whilst this 

is reflective of a trend in the wider literature (Robinson, Bottorff, Pesut, Oliffe & 

Tomlinson, 2014), it is important to explore the discourse of male caregivers.  

This could be achieved through focusing on existing discourse of male only 
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caregivers or through generating research data from a male only dementia 

caregiving sample.  Furthermore, it is important to note that the social interaction 

under investigation was taken from an online forum and therefore it only reflects 

the discourse of dementia caregivers who are able and have chosen to access 

online support facilities.  Further discursive research in this area would benefit 

from exploring the construction and function of identity in other individual or 

group support settings.   

 

The findings of the current research are context bound to the specific interaction 

under analysis.  That is, if the discourse had been between male caregivers in a 

focus group, the construction and function of identity would likely have been 

different.  However, it is important to acknowledge, that whilst generalisations 

cannot be made, the findings of the current research do have resonance with 

previous research as explored above.   

 

2.5.4. Future Directions 

 

The family care dyad is the site where the most frequent and influential social 

interactions are likely to occur between the caregiver and the PwD.  Exploration 

of the exchanges within this social relationship in relation to identity would 

provide a valuable insight into these important everyday interactions, some 

exploration of which has been introduced by Forbat (2003).  Furthermore, 

interactions between formal caregivers and the PwD also invite attention 

concerning the construction and use of identity in interaction.  Future research 

could explore the differences in discourse as relating to identity, between the 
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family care dyad and the formal care dyad (e.g. professional caregivers and 

PwD).  This research is particularly important given the potential for identity to 

influence the position of these social agents in discourse. 

 

In view of the influence that the ‘fighter self’ had on the ‘fragile self’ and the 

strength and agency of the ‘fighter self’ in the current study, it would be useful to 

explore whether not only the presence but also the influence of this identity is 

apparent elsewhere.  This could be achieved by applying a discourse analysis to 

the interactions of dementia caregivers with care professionals to explore 

whether the ‘fighter self’ is apparent, how it is used, and what it achieves in this 

interaction.  Such research would help to clarify the utility and potential benefit 

of the ‘fighter self’ in relation to caregivers’ interaction with care services.   

 

Furthermore, in light of the contrast between the two identities within the current 

analysis, a comparison of the accomplishments of a ‘fragile self’ and a ‘fighter 

self’ in interaction with care professionals could also provide useful information 

in relation to what these identities may achieve in real and practical terms.  In 

addition, how care professionals respond to caregivers’ identities is an important 

area for further research especially in view of the criticism of the professional 

other by both the ‘fragile self’ and the ‘fighter self’ in the current analysis.   

 

2.5.5. Implications for clinical practice 

 

The finding of the current study relating to the ability of the ‘fighter self’ to 

persuade the ‘fragile self’ into a position of greater agency could be beneficial to 
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both the ‘fighter self’ and the ‘fragile self.’  Indeed, the sharing of dementia 

caregivers’ interactions can influence the narrator and the audience and may have 

therapeutic benefits to both (Benbow et al., 2009).  The use of identity in 

dementia caregiver discourse may be used to develop ‘identity-enhancing’ 

environments (Simmons-Mackey & Ellman, 2011).  Specifically, that a context 

can be provided to caregivers that facilitates the expression of interactions and  

where caregivers can both construct and experience different identities.  Such 

environments are likely to offer a means of identity exploration whilst peer 

support and validation is likely to be critical to this process as the current 

analysis suggests.  

 

As the findings indicate, caregiver groups have an important role in validating, 

supporting and potentially shifting caregivers’ subject positions through 

interaction and exploration of alternative identities.  These environments may 

facilitate peer interactions that enhance positive identity for the caregiver or 

positive identity shift, as evidenced by the orientation of the ‘fragile self’ to the 

‘fighter self’.  Furthermore, in the context of service provision these peer 

interactions offer accessible and sustainable intervention.   

 

In the current study, the use of a ‘generalised other’ (Holdsworth & Morgan, 

2007) enabled criticism against the care system.  This may present an 

opportunity in the context of caregivers’ evaluation of services.  Questionnaires 

and interviews or other data collection tools may benefit from situating the 

service and care professionals under evaluation as a ‘generalised other.’  This 
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may place caregivers in a discursive position that enables criticism of the care 

system which may otherwise be difficult for caregivers.    

 

Care professionals and in particular therapists may be able to consider the use of 

dementia caregivers’ identity in relation to the potential to communicate 

difficulties in vivo.  This may facilitate an understanding of the caregiver and the 

caregiving relationship through focusing on how identities are constructed and 

resisted in live social interaction.  Rather than trying to abstract meaning and 

interpret caregivers’ talk, more attention could focus on the social action of 

caregivers’ talk in relation to identity.   

 

2.5.6. Conclusion 

 

This study offers a valuable contribution to the understanding of identity in 

dementia caregivers.  In particular, it has enabled a better understanding of how 

identity may be constructed by dementia caregivers and what identity can 

achieve in interaction.  Identities have been shown to be malleable interactional 

devices, used to achieve particular ends; in this case appealing for sympathy 

(‘fragile self’), calling for action against perceived injustice (‘fighter self’) and 

presenting and protecting moral character.  Such discursive accomplishments 

have the potential to facilitate identity exploration and adaptation in dementia 

caregivers through everyday interactions.  
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3.1 Abstract 

 

This chapter provides a reflective account of my experiences of producing this 

thesis.  I offer a reflective account of my experiences in relation to the impact of 

conducting this research.  In particular I focus on my experience of being a 

mother in relation to feelings of guilt and shame within the struggle of managing 

multiple identities.  

 

Keywords: Clinical psychology; research; reflections; identities; emotions 
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3.2. Introduction 

 

Reflective practice is viewed as a critical focus and attention on experience, 

inviting self-awareness and curiosity in one’s actions (Cushway & Gatherer, 

2003).  It is suggested that this continuing and active process, aids the 

development of clinical awareness, clinical wisdom and life wisdom (Staudinger, 

1999).  In light of this, the current chapter aims to offer a curious exploration of 

my experiences of this research process.  I reflect upon my emotional landscape 

during this time, with reference to my experiences of guilt and shame in relation 

to managing multiple identities.  There have been interesting parallels between 

the content of this research and the process of writing it, and my own personal 

experiences as a mother throughout the conception, labour and delivery of this 

thesis (my second child!), which I will now explore.   

 

3.3. Transitions 

 

Following a period of maternity leave with my young son, the significant identity 

shift from ‘mother’ to ‘trainee clinical psychologist’ was hard.  Indeed, framing it 

as a shift is problematic and overly simplistic as ultimately an assimilation of 

multiple identities and a process of social readjustment was required.  Upon 

returning to my research, my identity as a ‘mother’ was well developed and 

active whilst my identity as a ‘trainee clinical psychologist’ had been more 

dormant.  I needed to re-ignite this identity and assimilate it amongst others.  I 

was exceptionally ambivalent about engaging with both these identities in 

synchrony and I found this at times, painful and challenging.   
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When an identity is contingent on a dependent other, (such as apparent in the role 

of parent or carer) particular challenge appears to present in relation to the 

maintenance of such identities amongst a multiplicity of other social roles.  This 

connects to demands both internal and external alongside inevitable experiences 

of compromise and moral conflicts.  Indeed, this has been explored in relation to 

dementia caregivers within both the literature review and empirical work of this 

thesis.   

 

3.4. Multiple Identities 

 

3.4.1. Moral dimensions 

 

Identities of ‘mother’, ‘wife’, ‘friend’, ‘daughter’ and ‘sister’ (to name a few!) 

were all compromised and strained throughout the research process as my 

identity as a ‘researcher’ became increasingly dominant.  I began to acknowledge 

the significance of the conflicting demands of these identities in relation to my 

emotional experience.  Indeed, this was ever changing in relation to my research 

and my view of myself.  This presented moral dilemmas most notable in relation 

to the inevitable conflicts between work and home life.  Such conflicts were felt 

most acutely during times when my son was unwell or I was working on the 

weekend.  It was rare that I felt I was doing well across more than one identity.  

If I was being a ‘good researcher’ then I felt I was a ‘bad mother’ and vice versa.   
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This reminded me of the ‘good carer/bad carer’ moral dimensions drawn upon by 

dementia caregivers in my research.   For me, it felt like the moral charge of the 

role of ‘mother’ meant that I could only be a ‘good mother’ or a ‘bad mother’ 

and if I was not a ‘good mother’ then I was a ‘bad mother’.  However in time, I 

learnt that this was not the case and was more reflective of my own ideals 

(perfect mother) vs. anxieties (bad mother).  At times all I needed to be was 

‘good enough’ (Winnicott, 1988) which neutralised the potency of my own self-

attack.  As Winnicott (1988) suggests, ‘…a mother is neither good nor bad nor 

the product of illusion, but is a separate and independent entity...’  This made me 

think about the ‘good enough carer’ and the potential use of this concept in 

relation to the management of caregiver burnout (Etters, Goodall, & Harrison, 

2008). 

 

3.4.2. Competition 

 

At times it felt as though my thesis was a ‘greedy’ second child.  Indeed, the 

conception of the idea, through to labour and then delivery signified a gradual 

increase in energy and attention required of me.  This meant an increasing 

absorption into the identity of ‘researcher’ whilst less of an absorption into my 

identity as a ‘mother’.  Indeed, I was aware of a constellation of different 

identities and there competing demands.  However, even though I was more fully 

engaged with the identity of a ‘researcher’ I did not lose my identity as a 

‘mother’.  I learnt that identities are not either/or, but both/and.     
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3.4.3. Co-construction of identity 

 

My identity exploration and development during my return to work and re-

engagement with research, was inextricably linked to interactions with others, 

such as within the social context of family, friends and work.  This made me 

acutely aware of how social identity is intrinsically related to social interactions, 

and is co-constructed within this context.  I noticed how the identity of others 

changed as mine did and vice versa.  This was particularly evident in relation to 

my husband as he began to spend more time with our son as well as completing 

more housekeeping duties as the demands of my research increased.   

 

3.5. Guilt and Shame 

 

3.5.1. Impact of behavioural expression11 

 

There are similarities between my experiences in relation to my son’s tantrums 

and what I found in my literature review in relation to dementia caregivers’ 

experience of guilt and shame.  Indeed this, and the following sub-heading, map 

onto headings in my literature review in relation to dementia caregivers 

experience of challenging behaviour expressed by the person with dementia 

(PwD).   

 

I became aware of experiencing guilt when my son was expressing his feelings 

through his behaviour that may or may not have been owing to my increasing 

                                                 
11 Links to theme of ‘impact of behavioural symptoms and expression’ of PwD in literature 
review 
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level of absence.  However, my punitive superego (Lemma, 2003) would become 

active and I would assume responsibility for his behaviour, ‘It’s my fault I cannot 

sort it and make it better! It is my fault as I am not there enough!’  Rationally, I 

could acknowledge that he was an eighteen-month old little boy having one of 

many inevitable tantrums.  However, given the opportunity and a constant 

feeling of ‘not being there enough’ it was easy to launch an attack on myself.  

 

3.5.2. Negative feelings towards cared for12  

 

I became more aware of difficult emotions I was experiencing towards my son as 

a result of his behaviour, and this was catalytic to an experience of overwhelming 

guilt.  Indeed, ‘I should not feel angry towards my son as it is my fault!’  It is 

exceptionally hard to become aware of negative feelings towards someone 

dependent on you or vulnerable.  As a result significant feelings not only of guilt 

but also of shame arose within me.   

 

Shame appeared to be most identifiable when my son’s tantrums were in view of 

his childminder.  I shaped his childminder into a ‘punitive other’ and I felt 

criticised by her.  In reality the childminder had said nothing to me, and I had no 

idea what she may or may not be thinking.  It was interesting to note how I had 

viewed the world as critical, when actually it was my own self-critical attack that 

had shaped this experience.  What I noticed during these times was an 

overwhelming desire for the ground to swallow me up!  I can see how the power 

of an enduring experience of shame results in a desire to withdraw from others. 

                                                 
12 Links to theme of ‘negative feelings towards the person with dementia’ in literature review.  
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I noticed that it was easier to label my feelings as guilt than it was to admit 

feelings of shame (as a result of the very nature of this social emotion being 

hidden).   As my research progressed and time went on, I began to make 

attributions to my whole self as a failure which resulted in an experience of 

shame.  Shameful of what I viewed as my ‘failure as a mother.’  This got worse 

as the distance between my ideal ‘good mother’ identity and where I perceived 

myself to be (‘bad mother’), increased.   

 

3.6. Reciprocity 

 

The guilt I experienced in relation to my faltering identity of ‘wife’ and ‘friend’ 

was not pleasant, but was far more bearable than when I perceived my identity as 

a ‘good mother’ to be faltering.  This was interesting and it made me think about 

the differences of these identities and what it was about the role of ‘mother’ that 

evoked such considerable moral, emotional and social preoccupations.     

 

I was able to talk to my husband and my friends about why I was not seeing them 

or able to be there for them as much and felt they were able to understand this.  

However, I was unable to talk to my son and explain the situation and he was 

unable to verbalise his frustration to me about my altered availability.  My 

anxieties were that I was getting it wrong, I was a ‘bad mother’ and that I was not 

able to make it better.   
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The impact of this compromised clarity of communication made me think of 

caregivers caring for a PwD, particularly in the later stages and how this 

challenge to reciprocal communication may fuel the intensity of an experience of 

guilt.  The opportunity to repair, as can be the healthy consequence to an 

experience of guilt, is interrupted.  I was particularly mindful of this in relation to 

decisions concerning long-term care needs of the PwD.  Indeed my literature 

review raises this as particularly catalytic to an experience of guilt.   

 

3.7. Dependency 

 

Some of the differences between identities such as those of ‘mother,’ ‘wife’ or 

‘friend’ relates to the level of dependence and needs of the other person within 

the social relationship.  My little boy is dependent on me as his ‘mother’, a big 

responsibility!  There was less urgency of need relating to my husband, friends 

and others as they were not dependent solely on me.   

 

This made me think about adult-child caregivers to a PwD.  My literature review 

found that this group were particularly prone to an experience of guilt.  Indeed, 

the weight of responsibility and the significance of another’s dependence is 

demanding.  Whilst I do not wish to suggest that caring for a PwD is akin to 

parenting a child, what is similar, is the dependence of the PwD on their carer, 

particularly as dementia progresses.  The experience for the adult-child caregiver 

with young children I believe would be particularly demanding owing to the 

responsibility of this dependence and urgency of need being apparent within 

more than one social relationship.   
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3.8. Protective Factors 

 

3.8.1. Emotional Containment 

 

The importance and significance of social relations and intimate connections 

became critical.  My husband was a solid and reliable figure of support 

throughout this process.  He was able to offer some ‘head space’ when I was full.  

In doing this, a parallel process allowed me to gain more space and think more 

clearly about my feelings.  Whilst I still acknowledged the guilt was there, I was 

able to think about why it was there.  This space allowed for the ability to repair 

my connection with both myself and consequently my son.  It was simply but 

critically an emotional containment that allowed a shift in position giving me 

space to do something differently.   

 

This made me think about the importance of social relationships that offer the 

opportunity for identity exploration for caregivers.  Indeed, as my empirical 

paper suggests, it would appear social communication is critical to 

acknowledging, understanding and potentially changing difficult experiences or 

situations.    

 

It was important for me to engage in personal therapy from the start of training as 

a clinical psychologist.  Indeed, this has scaffolded my personal development 

throughout both clinical training and this research process.  My understanding of 

my own experience of guilt and shame in relation to my past experiences and 

relationships was important for me to hold in mind throughout.  Guilt and shame 
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are familiar emotions for me, and I believe this is largely why I was drawn to this 

area of research.  However, this awareness allowed me to hold in mind my 

vulnerabilities whilst also ensuring I maximised the use of protective factors, 

such as support from my husband, to process these difficult experiences.  Indeed, 

in talking about feelings of guilt and shame, these emotions become a less hidden 

internal experience allowing the opportunity to be managed differently.   

 

3.8.2. Self management 

 

Another way of self managing these conflicting identities and self-conscious 

emotions came from a mindfulness approach, adopting the view that ‘I can only 

be where I am in that moment’ (Kabat-Zinn, 1994).  This also encouraged a more 

compassionate approach to myself.  I would not say, by any means that I 

achieved this self compassion but a gentle turning towards it helped me to find 

pockets of respite from a punitive superego.   

 

3.8.3. Time for reparation 

 

The hope and longing for the opportunity to wholeheartedly connect back with 

my family and in particular, my little boy, has been significant.  I recognise that 

this opportunity is now close and that it does exist (as I write my little boy is 

outside laughing in the sunshine of the garden with his Daddy and I look forward 

to joining them soon).  I feel this has helped me to manage my considerable 

feelings of guilt throughout this research process.  Inevitable compromises and 

sacrifices have been made but the reparation will truly be marvellous!   
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3.9. Conclusions 

 

Caring for a dependent loved one ignites difficult feelings and conflicts within a 

constellation of different and competing identities.  The responsibility of caring 

for a dependent is significant whilst the moral sense of duty and obligation it 

ignites is profound.  A desire to do the best for the care recipient can easily 

become a pressure to be the ‘perfect carer’- a fantasy that results in inevitable 

failure and inevitable feelings of guilt at not being able to do a ‘perfect job’.  My 

own experience of guilt and shame throughout the writing of this thesis appears 

to have been generated by a punitive and self critical attack on my propensity to 

engage with different identities with competing demands at different times.   

 

3.10. References 

 

Cushway, D. & Gatherer, A. (2003). Reflecting on reflection. Clinical  

 Psychology, 27, 6-10.  

Etters, L., Goodall, D., & Harrison, B. E. (2008). Caregiver burden among  

dementia patient caregivers: A review of the literature.  Journal of the 

American Academy of Nurse Practioners, 20(8), 423-8.  

Kabat-Zinn, J. (1994). Wherever you go, there you are: Mindfulness meditation  

 in everyday life. New York: Hyperion. 

Lemma, A. (2003). Introduction to the Practice of Psychoanalytic  

 Psychotherapy. Chichester, West Sussex: Wiley. 

Staudinger, U. (1999). Social cognition and a psychological approach to an art of  

 life. In. T. M. Hess & F. Blanchard-Fields (Eds.), Social Cognition and  

 Aging.  New York: Academic Press.   



 130 

Winnicott, D.W. (1988). Babies and their Mothers. London: Free Association  

 Books. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 131 

Appendix A. Instructions for authors ‘Clinical Psychology Review’ 
 

 
 

 
 
Ethics in publishing  
 
For information on Ethics in publishing and Ethical guidelines for journal publication see 
http://www.elsevier.com/publishingethics and http://www.elsevier.com/journal-authors/ethics. 
Conflict of interest  
 
All authors are requested to disclose any actual or potential conflict of interest including any financial, personal or other 
relationships with other people or organizations within three years of beginning the submitted work that could inappropriately 
influence, or be perceived to influence, their work. See also http://www.elsevier.com/conflictsofinterest. Further information and 
an example of a Conflict of Interest form can be found at: http://help.elsevier.com/app/answers/detail/a_id/286/p/7923. 
Submission declaration  
 
Submission of an article implies that the work described has not been published previously (except in the form of an abstract 
or as part of a published lecture or academic thesis or as an electronic preprint, see http://www.elsevier.com/postingpolicy), 
that it is not under consideration for publication elsewhere, that its publication is approved by all authors and tacitly or explicitly 
by the responsible authorities where the work was carried out, and that, if accepted, it will not be published elsewhere 
including electronically in the same form, in English or in any other language, without the written consent of the copyright-
holder. 
Changes to authorship  
 
This policy concerns the addition, deletion, or rearrangement of author names in the authorship of accepted manuscripts: 
Before the accepted manuscript is published in an online issue: Requests to add or remove an author, or to rearrange the 
author names, must be sent to the Journal Manager from the corresponding author of the accepted manuscript and must 
include: (a) the reason the name should be added or removed, or the author names rearranged and (b) written confirmation (e-
mail, fax, letter) from all authors that they agree with the addition, removal or rearrangement. In the case of addition or removal 
of authors, this includes confirmation from the author being added or removed. Requests that are not sent by the 
corresponding author will be forwarded by the Journal Manager to the corresponding author, who must follow the procedure as 
described above. Note that: (1) Journal Managers will inform the Journal Editors of any such requests and (2) publication of 
the accepted manuscript in an online issue is suspended until authorship has been agreed. 
After the accepted manuscript is published in an online issue: Any requests to add, delete, or rearrange author names in an 
article published in an online issue will follow the same policies as noted above and result in a corrigendum. 
Copyright  
 
This journal offers authors a choice in publishing their research: Open Access and Subscription. 
For Subscription articles 
Upon acceptance of an article, authors will be asked to complete a 'Journal Publishing Agreement' (for more information on 
this and copyright, see http://www.elsevier.com/copyright). An e-mail will be sent to the corresponding author confirming 
receipt of the manuscript together with a 'Journal Publishing Agreement' form or a link to the online version of this agreement. 
Subscribers may reproduce tables of contents or prepare lists of articles including abstracts for internal circulation within their 
institutions. Permission of the Publisher is required for resale or distribution outside the institution and for all other derivative 
works, including compilations and translations (please consult http://www.elsevier.com/permissions). If excerpts from other 
copyrighted works are included, the author(s) must obtain written permission from the copyright owners and credit the 
source(s) in the article. Elsevier has preprinted forms for use by authors in these cases: please consult 
http://www.elsevier.com/permissions. 
For Open Access articles 
Upon acceptance of an article, authors will be asked to complete an 'Exclusive License Agreement' (for more information see 
http://www.elsevier.com/OAauthoragreement). Permitted reuse of open access articles is determined by the author's choice of 
user license (see http://www.elsevier.com/openaccesslicenses). 
Retained author rights 
As an author you (or your employer or institution) retain certain rights. For more information on author rights for: 
Subscription articles please see http://www.elsevier.com/journal-authors/author-rights-and-responsibilities. 
Open access articles please see http://www.elsevier.com/OAauthoragreement. 

http://www.elsevier.com/publishingethics
http://www.elsevier.com/journal-authors/ethics
http://www.elsevier.com/conflictsofinterest
http://help.elsevier.com/app/answers/detail/a_id/286/p/7923
http://www.elsevier.com/postingpolicy
http://www.elsevier.com/copyright
http://www.elsevier.com/permissions
http://www.elsevier.com/permissions
http://www.elsevier.com/OAauthoragreement
http://www.elsevier.com/openaccesslicenses
http://www.elsevier.com/journal-authors/author-rights-and-responsibilities
http://www.elsevier.com/OAauthoragreement


 132 

Role of the funding source  
 
You are requested to identify who provided financial support for the conduct of the research and/or preparation of the article 
and to briefly describe the role of the sponsor(s), if any, in study design; in the collection, analysis and interpretation of data; in 
the writing of the report; and in the decision to submit the article for publication. If the funding source(s) had no such 
involvement then this should be stated. 
Funding body agreements and policies  
 
Elsevier has established agreements and developed policies to allow authors whose articles appear in journals published by 
Elsevier, to comply with potential manuscript archiving requirements as specified as conditions of their grant awards. To learn 
more about existing agreements and policies please visit http://www.elsevier.com/fundingbodies. 
Open access  
 
This journal offers authors a choice in publishing their research:  
Open Access  
• Articles are freely available to both subscribers and the wider public with permitted reuse  
• An Open Access publication fee is payable by authors or their research funder 
Subscription 
• Articles are made available to subscribers as well as developing countries and patient groups through our access programs 
(http://www.elsevier.com/access) 
• No Open Access publication fee 
All articles published Open Access will be immediately and permanently free for everyone to read and download. Permitted 
reuse is defined by your choice of one of the following Creative Commons user licenses: 
Creative Commons Attribution (CC BY): lets others distribute and copy the article, to create extracts, abstracts, and other 
revised versions, adaptations or derivative works of or from an article (such as a translation), to include in a collective work 
(such as an anthology), to text or data mine the article, even for commercial purposes, as long as they credit the author(s), do 
not represent the author as endorsing their adaptation of the article, and do not modify the article in such a way as to damage 
the author's honor or reputation. 
Creative Commons Attribution-NonCommercial-ShareAlike (CC BY-NC-SA): for non-commercial purposes, lets others 
distribute and copy the article, to create extracts, abstracts and other revised versions, adaptations or derivative works of or 
from an article (such as a translation), to include in a collective work (such as an anthology), to text and data mine the article, 
as long as they credit the author(s), do not represent the author as endorsing their adaptation of the article, do not modify the 
article in such a way as to damage the author's honor or reputation, and license their new adaptations or creations under 
identical terms (CC BY-NC-SA). 
Creative Commons Attribution-NonCommercial-NoDerivs (CC BY-NC-ND): for non-commercial purposes, lets others 
distribute and copy the article, and to include in a collective work (such as an anthology), as long as they credit the author(s) 
and provided they do not alter or modify the article. 
To provide Open Access, this journal has a publication fee which needs to be met by the authors or their research funders for 
each article published Open Access.  
Your publication choice will have no effect on the peer review process or acceptance of submitted articles. 
 
The publication fee for this journal is $1800, excluding taxes. Learn more about Elsevier's pricing policy: 
http://www.elsevier.com/openaccesspricing. 
Language (usage and editing services)  
 
Please write your text in good English (American or British usage is accepted, but not a mixture of these). Authors who feel 
their English language manuscript may require editing to eliminate possible grammatical or spelling errors and to conform to 
correct scientific English may wish to use the English Language Editing service available from Elsevier's WebShop 
(http://webshop.elsevier.com/languageediting/) or visit our customer support site (http://support.elsevier.com) for more 
information. 
Submission  
 
Submission to this journal proceeds totally online and you will be guided stepwise through the creation and uploading of your 
files. The system automatically converts source files to a single PDF file of the article, which is used in the peer-review 
process. Please note that even though manuscript source files are converted to PDF files at submission for the review 
process, these source files are needed for further processing after acceptance. All correspondence, including notification of 
the Editor's decision and requests for revision, takes place by e-mail removing the need for a paper trail. 

 
Use of word processing software  
 
It is important that the file be saved in the native format of the word processor used. The text should be in single-column 
format. Keep the layout of the text as simple as possible. Most formatting codes will be removed and replaced on processing 
the article. In particular, do not use the word processor's options to justify text or to hyphenate words. However, do use bold 
face, italics, subscripts, superscripts etc. When preparing tables, if you are using a table grid, use only one grid for each 
individual table and not a grid for each row. If no grid is used, use tabs, not spaces, to align columns. The electronic text 
should be prepared in a way very similar to that of conventional manuscripts (see also the Guide to Publishing with Elsevier: 
http://www.elsevier.com/guidepublication). Note that source files of figures, tables and text graphics will be required whether or 
not you embed your figures in the text. See also the section on Electronic artwork.  

http://www.elsevier.com/fundingbodies
http://www.elsevier.com/access
http://www.elsevier.com/openaccesspricing
http://webshop.elsevier.com/languageediting/
http://support.elsevier.com/
http://www.elsevier.com/guidepublication


 133 

To avoid unnecessary errors you are strongly advised to use the 'spell-check' and 'grammar-check' functions of your word 
processor. 
Article structure  
 
Manuscripts should be prepared according to the guidelines set forth in the Publication Manual of the American Psychological 
Association (6th ed., 2009). Of note, section headings should not be numbered. 
Manuscripts should ordinarily not exceed 50 pages, including references and tabular material. Exceptions may be made with 
prior approval of the Editor in Chief. Manuscript length can often be managed through the judicious use of appendices. In 
general the References section should be limited to citations actually discussed in the text. References to articles solely 
included in meta-analyses should be included in an appendix, which will appear in the on line version of the paper but not in 
the print copy. Similarly, extensive Tables describing study characteristics, containing material published elsewhere, or 
presenting formulas and other technical material should also be included in an appendix. Authors can direct readers to the 
appendices in appropriate places in the text. 
It is authors' responsibility to ensure their reviews are comprehensive and as up to date as possible (at least through the prior 
calendar year) so the data are still current at the time of publication. Authors are referred to the PRISMA Guidelines 
(http://www.prisma-statement.org/statement.htm) for guidance in conducting reviews and preparing manuscripts. Adherence to 
the Guidelines is not required, but is recommended to enhance quality of submissions and impact of published papers on the 
field. 
Appendices  
If there is more than one appendix, they should be identified as A, B, etc. Formulae and equations in appendices should be 
given separate numbering: Eq. (A.1), Eq. (A.2), etc.; in a subsequent appendix, Eq. (B.1) and so on. Similarly for tables and 
figures: Table A.1; Fig. A.1, etc. 
Essential title page information  

Title. Concise and informative. Titles are often used in information-retrieval systems. Avoid abbreviations and formulae where 
possible. Note: The title page should be the first page of the manuscript document indicating the author's names and 
affiliations and the corresponding author's complete contact information.  
Author names and affiliations. Where the family name may be ambiguous (e.g., a double name), please indicate this clearly. 
Present the authors' affiliation addresses (where the actual work was done) below the names. Indicate all affiliations with a 
lower-case superscript letter immediately after the author's name and in front of the appropriate address. Provide the full postal 
address of each affiliation, including the country name, and, if available, the e-mail address of each author within the cover 
letter. 
Corresponding author. Clearly indicate who is willing to handle correspondence at all stages of refereeing and publication, also 
post-publication. Ensure that telephone and fax numbers (with country and area code) are provided in addition to the 
e-mail address and the complete postal address.  
Present/permanent address. If an author has moved since the work described in the article was done, or was visiting at the 
time, a "Present address"' (or "Permanent address") may be indicated as a footnote to that author's name. The address at 
which the author actually did the work must be retained as the main, affiliation address. Superscript Arabic numerals are used 
for such footnotes. 
 
Abstract  
A concise and factual abstract is required (not exceeding 200 words). This should be typed on a separate page following the 
title page. The abstract should state briefly the purpose of the research, the principal results and major conclusions. An 
abstract is often presented separate from the article, so it must be able to stand alone. References should therefore be 
avoided, but if essential, they must be cited in full, without reference to the reference list. 
Graphical abstract  
 
A Graphical abstract is optional and should summarize the contents of the article in a concise, pictorial form designed to 
capture the attention of a wide readership online. Authors must provide images that clearly represent the work described in the 
article. Graphical abstracts should be submitted as a separate file in the online submission system. Image size: Please provide 
an image with a minimum of 531 × 1328 pixels (h × w) or proportionally more. The image should be readable at a size of 5 × 
13 cm using a regular screen resolution of 96 dpi. Preferred file types: TIFF, EPS, PDF or MS Office files. See 
http://www.elsevier.com/graphicalabstracts for examples.  
Authors can make use of Elsevier's Illustration and Enhancement service to ensure the best presentation of their images also 
in accordance with all technical requirements: Illustration Service. 
Highlights  
 
Highlights are mandatory for this journal. They consist of a short collection of bullet points that convey the core findings of the 
article and should be submitted in a separate file in the online submission system. Please use 'Highlights' in the file name and 
include 3 to 5 bullet points (maximum 85 characters, including spaces, per bullet point). See http://www.elsevier.com/highlights 
for examples. 
Keywords  
 
Immediately after the abstract, provide a maximum of 6 keywords, using American spelling and avoiding general and plural 
terms and multiple concepts (avoid, for example, 'and', 'of'). Be sparing with abbreviations: only abbreviations firmly 
established in the field may be eligible. These keywords will be used for indexing purposes. 
Abbreviations  
 
Define abbreviations that are not standard in this field in a footnote to be placed on the first page of the article. Such 
abbreviations that are unavoidable in the abstract must be defined at their first mention there, as well as in the footnote. 
Ensure consistency of abbreviations throughout the article. 

http://www.prisma-statement.org/statement.htm
http://www.elsevier.com/graphicalabstracts
http://webshop.elsevier.com/illustrationservices/ImagePolishing/gap/requestForm.cfm
http://www.elsevier.com/highlights


 134 

Acknowledgements  
 
Collate acknowledgements in a separate section at the end of the article before the references and do not, therefore, include 
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Footnotes  
 
Footnotes should be used sparingly. Number them consecutively throughout the article, using superscript Arabic numbers. 
Many wordprocessors build footnotes into the text, and this feature may be used. Should this not be the case, indicate the 
position of footnotes in the text and present the footnotes themselves separately at the end of the article. Do not include 
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Table footnotes  
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Electronic artwork  
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• Make sure you use uniform lettering and sizing of your original artwork.  
• Embed the used fonts if the application provides that option.  
• Aim to use the following fonts in your illustrations: Arial, Courier, Times New Roman, Symbol, or use fonts that look similar.  
• Number the illustrations according to their sequence in the text.  
• Use a logical naming convention for your artwork files.  
• Provide captions to illustrations separately.  
• Size the illustrations close to the desired dimensions of the printed version.  
• Submit each illustration as a separate file.  
A detailed guide on electronic artwork is available on our website:  
http://www.elsevier.com/artworkinstructions  
You are urged to visit this site; some excerpts from the detailed information are given here. 
Formats 
If your electronic artwork is created in a Microsoft Office application (Word, PowerPoint, Excel) then please supply 'as is' in the 
native document format.  
Regardless of the application used other than Microsoft Office, when your electronic artwork is finalized, please 'Save as' or 
convert the images to one of the following formats (note the resolution requirements for line drawings, halftones, and 
line/halftone combinations given below):  
EPS (or PDF): Vector drawings, embed all used fonts.  
TIFF (or JPEG): Color or grayscale photographs (halftones), keep to a minimum of 300 dpi.  
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TIFF (or JPEG): Combinations bitmapped line/half-tone (color or grayscale), keep to a minimum of 500 dpi. 
Please do not:  
• Supply files that are optimized for screen use (e.g., GIF, BMP, PICT, WPG); these typically have a low number of pixels and 
limited set of colors;  
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• Submit graphics that are disproportionately large for the content. 
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Please make sure that artwork files are in an acceptable format (TIFF (or JPEG), EPS (or PDF), or MS Office files) and with 
the correct resolution. If, together with your accepted article, you submit usable color figures then Elsevier will ensure, at no 
additional charge, that these figures will appear in color on the Web (e.g., ScienceDirect and other sites) regardless of whether 
or not these illustrations are reproduced in color in the printed version. For color reproduction in print, you will receive 
information regarding the costs from Elsevier after receipt of your accepted article. Please indicate your preference for 
color: in print or on the Web only. For further information on the preparation of electronic artwork, please see 
http://www.elsevier.com/artworkinstructions.  
Please note: Because of technical complications which can arise by converting color figures to 'gray scale' (for the printed 
version should you not opt for color in print) please submit in addition usable black and white versions of all the color 
illustrations. 
Figure captions  
Ensure that each illustration has a caption. Supply captions separately, not attached to the figure. A caption should comprise a 
brief title (not on the figure itself) and a description of the illustration. Keep text in the illustrations themselves to a minimum but 
explain all symbols and abbreviations used. 
Tables  
 
Number tables consecutively in accordance with their appearance in the text. Place footnotes to tables below the table body 
and indicate them with superscript lowercase letters. Avoid vertical rules. Be sparing in the use of tables and ensure that the 
data presented in tables do not duplicate results described elsewhere in the article. 
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Citations in the text should follow the referencing style used by the American Psychological Association. You are referred to 
the Publication Manual of the American Psychological Association, Sixth Edition, ISBN 1-4338-0559-6, copies of which may be 
ordered from http://books.apa.org/books.cfm?id=4200067 or APA Order Dept., P.O.B. 2710, Hyattsville, MD 20784, USA or 
APA, 3 Henrietta Street, London, WC3E 8LU, UK. Details concerning this referencing style can also be found at 
http://humanities.byu.edu/linguistics/Henrichsen/APA/APA01.html 
Citation in text  
Please ensure that every reference cited in the text is also present in the reference list (and vice versa). Any references cited 
in the abstract must be given in full. Unpublished results and personal communications are not recommended in the reference 
list, but may be mentioned in the text. If these references are included in the reference list they should follow the standard 
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reference style of the journal and should include a substitution of the publication date with either 'Unpublished results' or 
'Personal communication'. Citation of a reference as 'in press' implies that the item has been accepted for publication. 
Web references  
As a minimum, the full URL should be given and the date when the reference was last accessed. Any further information, if 
known (DOI, author names, dates, reference to a source publication, etc.), should also be given. Web references can be listed 
separately (e.g., after the reference list) under a different heading if desired, or can be included in the reference list. 
References in a special issue  
Please ensure that the words 'this issue' are added to any references in the list (and any citations in the text) to other articles 
in the same Special Issue. 
Reference management software  
This journal has standard templates available in key reference management packages EndNote 
(http://www.endnote.com/support/enstyles.asp) and Reference Manager (http://refman.com/support/rmstyles.asp). Using plug-
ins to wordprocessing packages, authors only need to select the appropriate journal template when preparing their article and 
the list of references and citations to these will be formatted according to the journal style which is described below. 
Reference style  

References should be arranged first alphabetically and then further sorted chronologically if necessary. More than one 
reference from the same author(s) in the same year must be identified by the letters "a", "b", "c", etc., placed after the year of 
publication. References should be formatted with a hanging indent (i.e., the first line of each reference is flush left 
while the subsequent lines are indented). 
Examples: Reference to a journal publication: Van der Geer, J., Hanraads, J. A. J., & Lupton R. A. (2000). The art of writing a 
scientific article. Journal of Scientific Communications, 163, 51-59.  
Reference to a book: Strunk, W., Jr., &White, E. B. (1979). The elements of style. (3rd ed.). New York: Macmillan, (Chapter 4).  
Reference to a chapter in an edited book: Mettam, G. R., & Adams, L. B. (1994). How to prepare an electronic version of your 
article. In B.S. Jones, & R. Z. Smith (Eds.), Introduction to the electronic age (pp. 281-304). New York: E-Publishing Inc. 
Video data  
 
Elsevier accepts video material and animation sequences to support and enhance your scientific research. Authors who have 
video or animation files that they wish to submit with their article are strongly encouraged to include links to these within the 
body of the article. This can be done in the same way as a figure or table by referring to the video or animation content and 
noting in the body text where it should be placed. All submitted files should be properly labeled so that they directly relate to 
the video file's content. In order to ensure that your video or animation material is directly usable, please provide the files in 
one of our recommended file formats with a preferred maximum size of 50 MB. Video and animation files supplied will be 
published online in the electronic version of your article in Elsevier Web products, including ScienceDirect: 
http://www.sciencedirect.com. Please supply 'stills' with your files: you can choose any frame from the video or animation or 
make a separate image. These will be used instead of standard icons and will personalize the link to your video data. For more 
detailed instructions please visit our video instruction pages at http://www.elsevier.com/artworkinstructions. Note: since video 
and animation cannot be embedded in the print version of the journal, please provide text for both the electronic and the print 
version for the portions of the article that refer to this content. 
AudioSlides  
 
The journal encourages authors to create an AudioSlides presentation with their published article. AudioSlides are brief, 
webinar-style presentations that are shown next to the online article on ScienceDirect. This gives authors the opportunity to 
summarize their research in their own words and to help readers understand what the paper is about. More information and 
examples are available at http://www.elsevier.com/audioslides. Authors of this journal will automatically receive an invitation e-
mail to create an AudioSlides presentation after acceptance of their paper. 
Supplementary data  
 
Elsevier accepts electronic supplementary material to support and enhance your scientific research. Supplementary files offer 
the author additional possibilities to publish supporting applications, high-resolution images, background datasets, sound clips 
and more. Supplementary files supplied will be published online alongside the electronic version of your article in Elsevier Web 
products, including ScienceDirect: http://www.sciencedirect.com. In order to ensure that your submitted material is directly 
usable, please provide the data in one of our recommended file formats. Authors should submit the material in electronic 
format together with the article and supply a concise and descriptive caption for each file. For more detailed instructions please 
visit our artwork instruction pages at http://www.elsevier.com/artworkinstructions. 
3D neuroimaging  
 
You can enrich your online articles by providing 3D neuroimaging data in NIfTI format. This will be visualized for readers using 
the interactive viewer embedded within your article, and will enable them to: browse through available neuroimaging datasets; 
zoom, rotate and pan the 3D brain reconstruction; cut through the volume; change opacity and color mapping; switch between 
3D and 2D projected views; and download the data. The viewer supports both single (.nii) and dual (.hdr and .img) NIfTI file 
formats. Recommended size of a single uncompressed dataset is 100 MB or less. Multiple datasets can be submitted. Each 
dataset will have to be zipped and uploaded to the online submission system via the '3D neuroimaging data' submission 
category. Please provide a short informative description for each dataset by filling in the 'Description' field when uploading a 
dataset. Note: all datasets will be available for downloading from the online article on ScienceDirect. If you have concerns 
about your data being downloadable, please provide a video instead. For more information see: 
http://www.elsevier.com/3DNeuroimaging. 
Submission checklist  
 
The following list will be useful during the final checking of an article prior to sending it to the journal for review. Please consult 
this Guide for Authors for further details of any item.  
Ensure that the following items are present:  
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One author has been designated as the corresponding author with contact details:  
• E-mail address  
• Full postal address  
• Phone numbers  
All necessary files have been uploaded, and contain:  
• Keywords  
• All figure captions  
• All tables (including title, description, footnotes)  
Further considerations  
• Manuscript has been 'spell-checked' and 'grammar-checked'  
• References are in the correct format for this journal  
• All references mentioned in the Reference list are cited in the text, and vice versa  
• Permission has been obtained for use of copyrighted material from other sources (including the Web)  
• Color figures are clearly marked as being intended for color reproduction on the Web (free of charge) and in print, or to be 
reproduced in color on the Web (free of charge) and in black-and-white in print  
• If only color on the Web is required, black-and-white versions of the figures are also supplied for printing purposes  
For any further information please visit our customer support site at http://support.elsevier.com. 
 

 
Use of the Digital Object Identifier  
 
The Digital Object Identifier (DOI) may be used to cite and link to electronic documents. The DOI consists of a unique alpha-
numeric character string which is assigned to a document by the publisher upon the initial electronic publication. The assigned 
DOI never changes. Therefore, it is an ideal medium for citing a document, particularly 'Articles in press' because they have 
not yet received their full bibliographic information. Example of a correctly given DOI (in URL format; here an article in the 
journal Physics Letters B):  
http://dx.doi.org/10.1016/j.physletb.2010.09.059 
When you use a DOI to create links to documents on the web, the DOIs are guaranteed never to change. 
Online proof correction  
 
Corresponding authors will receive an e-mail with a link to our online proofing system, allowing annotation and correction of 
proofs online. The environment is similar to MS Word: in addition to editing text, you can also comment on figures/tables and 
answer questions from the Copy Editor. Web-based proofing provides a faster and less error-prone process by allowing you to 
directly type your corrections, eliminating the potential introduction of errors. 
If preferred, you can still choose to annotate and upload your edits on the PDF version. All instructions for proofing will be 
given in the e-mail we send to authors, including alternative methods to the online version and PDF. 
We will do everything possible to get your article published quickly and accurately - please upload all of your corrections within 
48 hours. It is important to ensure that all corrections are sent back to us in one communication. Please check carefully before 
replying, as inclusion of any subsequent corrections cannot be guaranteed. Proofreading is solely your responsibility. Note that 
Elsevier may proceed with the publication of your article if no response is received. 
Offprints  
 
The corresponding author, at no cost, will be provided with a PDF file of the article via e-mail (the PDF file is a watermarked 
version of the published article and includes a cover sheet with the journal cover image and a disclaimer outlining the terms 
and conditions of use). For an extra charge, paper offprints can be ordered via the offprint order form which is sent once the 
article is accepted for publication. Both corresponding and co-authors may order offprints at any time via Elsevier's WebShop 
(http://webshop.elsevier.com/myarticleservices/offprints). Authors requiring printed copies of multiple articles may use Elsevier 
WebShop's 'Create Your Own Book' service to collate multiple articles within a single cover 
(http://webshop.elsevier.com/myarticleservices/offprints/myarticlesservices/booklets). 

 
 
For inquiries relating to the submission of articles (including electronic submission) please visit this journal's homepage. For 
detailed instructions on the preparation of electronic artwork, please visit http://www.elsevier.com/artworkinstructions. Contact 
details for questions arising after acceptance of an article, especially those relating to proofs, will be provided by the publisher. 
You can track accepted articles at http://www.elsevier.com/trackarticle. You can also check our Author FAQs at 
http://www.elsevier.com/authorFAQ and/or contact Customer Support via http://support.elsevier.com. 
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Appendix B. Instructions for authors ‘British Journal of Psychology’ 
 
The Editorial Board of the British Journal of Psychology is prepared to consider for 
publication:  

(a) reports of empirical studies likely to further our understanding of psychology  

(b) critical reviews of the literature  

(c) theoretical contributions Papers will be evaluated by the Editorial Board and 
referees in terms of scientific merit, readability, and interest to a general readership.  

1. Circulation  

The circulation of the Journal is worldwide. Papers are invited and encouraged from 
authors throughout the world.  

2. Length  

Papers should normally be no more than 8000 words (excluding the abstract, reference 
list, tables and figures), although the Editor retains discretion to publish papers beyond 
this length in cases where the clear and concise expression of the scientific content 
requires greater length.  

3. Submission and reviewing  

All manuscripts must be submitted via http://www.editorialmanager.com/bjp/. The 
Journal operates a policy of anonymous peer review. Before submitting, please read 
the terms and conditions of submission and the declaration of competing interests.  

4. Manuscript requirements  

• Contributions must be typed in double spacing with wide margins. All sheets must be 
numbered.  

• Manuscripts should be preceded by a title page which includes a full list of authors 
and their affiliations, as well as the corresponding author's contact details. A template 
can be downloaded from here.  

• Tables should be typed in double spacing, each on a separate page with a self-
explanatory title. Tables should be comprehensible without reference to the text. They 
should be placed at the end of the manuscript with their approximate locations 
indicated in the text.  

• Figures can be included at the end of the document or attached as separate files, 
carefully labelled in initial capital/lower case lettering with symbols in a form consistent 
with text use. Unnecessary background patterns, lines and shading should be avoided. 
Captions should be listed on a separate sheet. The resolution of digital images must be 
at least 300 dpi.  

• All articles should be preceded by an Abstract of between 100 and 200 words, giving 
a concise statement of the intention, results or conclusions of the article.  

http://www.editorialmanager.com/bjp/
http://onlinelibrary.wiley.com/journal/10.1111/(ISSN)2044-8295/homepage/BPS_Journals_Terms_and_Conditions_of_Submission.doc
http://onlinelibrary.wiley.com/journal/10.1111/(ISSN)2044-8295/homepage/BPS_Journals_Declaration_of_Competing_Interests.doc
http://onlinelibrary.wiley.com/journal/10.1111/(ISSN)2044-8295/homepage/Sample_Manuscript_Title_Page.doc


 138 

• For reference citations, please use APA style. Particular care should be taken to 
ensure that references are accurate and complete. Give all journal titles in full and 
provide DOI numbers where possible for journal articles.  

• SI units must be used for all measurements, rounded off to practical values if 
appropriate, with the imperial equivalent in parentheses.  

• In normal circumstances, effect size should be incorporated.  

• Authors are requested to avoid the use of sexist language.  

• Authors are responsible for acquiring written permission to publish lengthy 
quotations, illustrations, etc. for which they do not own copyright. For guidelines on 
editorial style, please consult the APA Publication Manual published by the American 
Psychological Association.  

5. Supporting Information  

BJOP is happy to accept articles with supporting information supplied for online only 
publication. This may include appendices, supplementary figures, sound files, videoclips 
etc. These will be posted on Wiley Online Library with the article. The print version will 
have a note indicating that extra material is available online. Please indicate clearly on 
submission which material is for online only publication. Please note that extra online 
only material is published as supplied by the author in the same file format and is not 
copyedited or typeset. Further information about this service can be found at 
http://authorservices.wiley.com/bauthor/suppmat.asp 

6. Copyright and licenses  

If your paper is accepted, the author identified as the formal corresponding author for 
the paper will receive an email prompting them to login into Author Services, where via 
the Wiley Author Licensing Service (WALS) they will be able to complete the license 
agreement on behalf of all authors on the paper.  

For authors signing the copyright transfer agreement 

If the OnlineOpen option is not selected the corresponding author will be presented 
with the copyright transfer agreement (CTA) to sign. The terms and conditions of the 
CTA can be previewed in the samples associated with the Copyright FAQs below:  

CTA Terms and Conditions 
http://authorservices.wiley.com/bauthor/faqs_copyright.asp 

For authors choosing OnlineOpen 

If the OnlineOpen option is selected the corresponding author will have a choice of the 
following Creative Commons License Open Access Agreements (OAA):  

- Creative Commons Attribution Non-Commercial License OAA  

- Creative Commons Attribution Non-Commercial -NoDerivs License OAA  

http://www.amazon.co.uk/gp/product/1433805618?ie=UTF8&tag=thebritishpsy-21&linkCode=xm2&camp=1634&creativeASIN=1433805618
http://authorservices.wiley.com/bauthor/suppmat.asp
http://authorservices.wiley.com/bauthor/faqs_copyright.asp
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To preview the terms and conditions of these open access agreements please visit the 
Copyright FAQs hosted on Wiley Author Services 
http://authorservices.wiley.com/bauthor/faqs_copyright.asp and visit 
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--
License.html.  

If you select the OnlineOpen option and your research is funded by The Wellcome Trust 
and members of the Research Councils UK (RCUK) you will be given the opportunity to 
publish your article under a CC-BY license supporting you in complying with Wellcome 
Trust and Research Councils UK requirements. For more information on this policy and 
the Journal’s compliant self-archiving policy please visit: 
http://www.wiley.com/go/funderstatement.  

For RCUK and Wellcome Trust authors click on the link below to preview the terms and 
conditions of this license:  

Creative Commons Attribution License OAA  

To preview the terms and conditions of these open access agreements please visit the 
Copyright FAQs hosted on Wiley Author Services 
http://authorservices.wiley.com/bauthor/faqs_copyright.asp and visit 
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--
License.html.  

7. Colour illustrations  

Colour illustrations can be accepted for publication online. These would be reproduced 
in greyscale in the print version. If authors would like these figures to be reproduced in 
colour in print at their expense they should request this by completing a Colour Work 
Agreement form upon acceptance of the paper. A copy of the Colour Work Agreement 
form can be downloaded here.  

8. Pre-submission English-language editing  

Authors for whom English is a second language may choose to have their manuscript 
professionally edited before submission to improve the English. A list of independent 
suppliers of editing services can be found at 
http://authorservices.wiley.com/bauthor/english_language.asp. All services are paid 
for and arranged by the author, and use of one of these services does not guarantee 
acceptance or preference for publication.  

9. OnlineOpen  

OnlineOpen is available to authors of primary research articles who wish to make their 
article available to non-subscribers on publication, or whose funding agency requires 
grantees to archive the final version of their article. With OnlineOpen, the author, the 
author's funding agency, or the author's institution pays a fee to ensure that the article 
is made available to non-subscribers upon publication via Wiley Online Library, as well 
as deposited in the funding agency's preferred archive. For the full list of terms and 
conditions, see http://wileyonlinelibrary.com/onlineopen#OnlineOpen_Terms 

http://authorservices.wiley.com/bauthor/faqs_copyright.asp
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--License.html
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--License.html
http://www.wiley.com/go/funderstatement
http://authorservices.wiley.com/bauthor/faqs_copyright.asp
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--License.html
http://www.wileyopenaccess.com/details/content/12f25db4c87/Copyright--License.html
http://onlinelibrary.wiley.com/journal/10.1111/(ISSN)2044-8295/homepage/BJOP_SN_Sub2000_F_CoW.pdf
http://authorservices.wiley.com/bauthor/english_language.asp
http://wileyonlinelibrary.com/onlineopen#OnlineOpen_Terms
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Any authors wishing to send their paper OnlineOpen will be required to complete the 
payment form available from our website at: 
https://onlinelibrary.wiley.com/onlineOpenOrder 

Prior to acceptance there is no requirement to inform an Editorial Office that you 
intend to publish your paper OnlineOpen if you do not wish to. All OnlineOpen articles 
are treated in the same way as any other article. They go through the journal's 
standard peer-review process and will be accepted or rejected based on their own 
merit.  

10. Author Services  

Author Services enables authors to track their article – once it has been accepted – 
through the production process to publication online and in print. Authors can check 
the status of their articles online and choose to receive automated e-mails at key 
stages of production. The author will receive an e-mail with a unique link that enables 
them to register and have their article automatically added to the system. Please 
ensure that a complete e-mail address is provided when submitting the manuscript. 
Visit http://authorservices.wiley.com/bauthor/ for more details on online production 
tracking and for a wealth of resources including FAQs and tips on article preparation, 
submission and more.  

11. The Later Stages  

The corresponding author will receive an email alert containing a link to a web site. A 
working e-mail address must therefore be provided for the corresponding author. The 
proof can be downloaded as a PDF (portable document format) file from this site. 
Acrobat Reader will be required in order to read this file. This software can be 
downloaded (free of charge) from the following web site: 
http://www.adobe.com/products/acrobat/readstep2.html. This will enable the file to 
be opened, read on screen and annotated direct in the PDF. Corrections can also be 
supplied by hard copy if preferred. Further instructions will be sent with the proof. 
Hard copy proofs will be posted if no e-mail address is available. Excessive changes 
made by the author in the proofs, excluding typesetting errors, will be charged 
separately.  

12. Early View  

The British Journal of Psychology is covered by the Early View service on Wiley Online 
Library. Early View articles are complete full-text articles published online in advance of 
their publication in a printed issue. Articles are therefore available as soon as they are 
ready, rather than having to wait for the next scheduled print issue. Early View articles 
are complete and final. They have been fully reviewed, revised and edited for 
publication, and the authors’ final corrections have been incorporated. Because they 
are in final form, no changes can be made after online publication. The nature of Early 
View articles means that they do not yet have volume, issue or page numbers, so they 
cannot be cited in the traditional way. They are cited using their Digital Object 
Identifier (DOI) with no volume and issue or pagination information. E.g., Jones, A.B. 
(2010). Human rights Issues. Human Rights Journal. Advance online publication. 
doi:10.1111/j.1467-9299.2010.00300.x 

Further information about the process of peer review and production can be found in 
this document: What happens to my paper? 

https://onlinelibrary.wiley.com/onlineOpenOrder
http://authorservices.wiley.com/bauthor/
http://www.adobe.com/products/acrobat/readstep2.html
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Appendix C. Instructions for authors ‘Reflective Practice’ 
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Caldwell, Henshaw, & Taylor (2005). 

 

Appendix D. Original quality framework  
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Appendix E. Flowchart to show adapted Quality Assessment Framework  
 

(adapted from Caldwell, Henshaw & Taylor, 2005) 
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Appendix F. Guidelines for quantitative quality assessment 
 
 

 
 
 
 
 

Quality Assessment 
Criteria 

Questions to consider 

Clear rationale Are explicit reasons given as to why the research is 
being conducted? 
Does the evidence base support the rationale? 
Is the research justified? 

Research aims Is it clear what the author is setting out to research? 
Ethical issues Has ethical approval been sought/gained? 

Has the researcher acknowledged and considered 
ethical issues of consent/confidentiality/anonymity/ 
right to withdraw or any other ethical issues raised in 
relation to the research? 

Appropriate methodology Is the use of methodology appropriate for addressing 
the research aims? 

Rationale for design Is the design employed in the research made clear? 
Is there a justification offered for the choice of 
research design? 

Hypothesis Is the hypothesis clearly stated? 
Key variables Are key variables identified? 
Sample and selection 
criteria 

Is the sample adequately described? 
Is the use of the specific sample appropriate? 
Are recruitment methods described? 
Are exclusion/exclusion criteria made clear? 

Data collection Does the author describe the data collection process?  
Are the measures used appropriate, reliable and valid? 

Data analysis Does the researcher make clear which statistic tests 
were used and are these appropriate? 
Are confounding variables considered and/or 
controlled for? 

Presentation of results Are findings stated clearly? 
Are statistical data presented in a clear and 
appropriate way? 
Are significant and non significant findings made clear 
and differentiated between? 

Discussion Does the research summarise the main findings? 
Are these findings linked to existing research/theory? 
Are findings considered in reference to research aims? 

Results generalizable? Are the result generalizable? 
Further research* Are suggestions made for further research? 
Implications* Are clinical implications considered? 
Conclusions Do the conclusions accurately reflect the findings? 

Is the conclusion comprehensive? 
Strengths and limitations* Does the researcher offer adequate consideration of 

both strengths and limitations of the research? 
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Appendix G. Guidelines for qualitative quality assessment 
 

 
 
 

Quality Assessment 
Criteria 

Questions to consider 

Clear rationale Are explicit reasons given as to why the research is 
being conducted? 
Does the evidence base support the rationale? 
Is the research justified? 

Research aims Is it clear what the author is setting out to research? 
Ethical issues Has ethical approval been sought/gained? 

Has the researcher acknowledged and considered 
ethical issues of consent/confidentiality/anonymity/ right 
to withdraw or any other ethical issues raised in relation 
to the research? 

Appropriate methodology Is the use of methodology appropriate for addressing the 
research aims? 

Rationale for design Is the design employed in the research made clear? 
Is there a justification offered for the choice of research 
design? 

Philosophical background Is the philosophical background stated? 
Major concepts identified Are major concepts in the research made clear? 
Sample and selection 
criteria 

Is the sample adequately described? 
Is the use of the specific sample appropriate? 
Are recruitment methods described? 
Are exclusion/exclusion criteria made clear? 

Data collection Is the method of data collection auditable?   
Does the author describe the data collection process?  
Has the author included a copy of the interview script if 
applicable?   
Have issues of internal validation been considered?  
Biases?  Reflexivity? 
Have issues of external validation been considered?  
Have there been attempts to enhance quality? 

Data analysis Is data analysis credible and confirmable? 
Does the author clearly describe data analysis? 
Is the issue of validity considered in the data analysis? 
Does the author offer sufficient support for findings with 
data? 

Presentation of results Are findings stated clearly? 
Are themes/subthemes clearly distinguished? 

Discussion Does the research summarise the main findings? 
Are these findings linked to existing research/theory? 
Are findings considered in reference to research aims? 

Results transferable Are the result transferable? 
Further research* Are suggestions made for further research? 
Implications* Are clinical implications considered? 
Accurate conclusions Do the conclusions accurately reflect the findings? 

Is there a clear link between results and conclusions? 
Strengths and limitations* Does the researcher offer adequate consideration of 

both strengths and limitations of the research? 
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Appendix H.  Quality assessment scores for quantitative papers 

 
 
 
 
 
 
 
 
 

QUANTITATIVE RESEARCH PAPERS 

Quality  
Assessment 
Criteria 

Quality Ratings: 
0- Criteria were not met 
1- Criteria were partially met 
2- Criteria were met 

 
Articles 
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ud
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er
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20

11
 

Clear rationale 2 2 2 2 2 2 2 2 
Research aims 2 2 2 2 2 2 0 1 
Ethical issues 2 2 2 0 0 2 0 2 
Appropriate 
methodology 

2 2 2 2 2 2 1 2 

Rationale for 
design 

2 2 1 1 2 2 0 2 

Hypothesis 2 0 0 2 1 2 2 2 
Key variables 2 2 2 2 2 2 2 2 
Sample and 
selection 
criteria 

2 2 2 2 2 2 2 2 

Data collection 2 2 2 2 2 1 2 2 
Data analysis 2 2 1 1 2 2 2 2 
Presentation of 
results 

2 2 2 2 2 2 2 2 

Discussion 2 2 2 1 2 2 2 2 
Results 
generalizable? 

1 2 1 0 1 2 1 2 

Further 
research* 

1 2 2 0 2 2 2 2 

Implications* 2 2 2 2 2 2 2 2 
Conclusions 2 2 0 1 2 2 2 2 
Strengths and 
limitations* 

2 2 1 0 2 2 2 2 

TOTAL 
(Max-34) 

32 32 26 22 30 33 26 33 



 148 

Appendix I.  Quality assessment scores for qualitative papers 
 

 
 
 
 
 

QUALITATIVE RESEARCH PAPERS 

Quality  
Assessment 
Criteria 

Quality Ratings: 
1. Criteria were not met 
2. Criteria were partially met 
3. Criteria were met 

 
Articles 
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01
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20

13
 

Clear 
rationale 

0 2 2 2 2 1 2 

Research 
aims 

2 2 1 2 2 1 1 

Ethical issues 0 1 2 1 2 0 2 
Appropriate 
methodology 

1 2 1 2 2 1 2 

Rationale for 
design 

0 2 0 2 1 1 2 

Major 
concepts 
identified 

0 2 2 1 2 0 2 

Sample and 
selection 
criteria 

1 2 2 1 2 1 2 

Data 
collection 

1 2 1 1 2 1 1 

Data analysis 1 2 2 2 2 1 2 
Presentation 
of results 

1 2 2 2 2 2 2 

Discussion 1 2 1 0 2 1 2 
Results 
transferable 

0 1 1 0 0 0 1 

Further 
research* 

0 2 2 1 2 0 2 

Implications* 1 2 2 2 1 0 2 
Conclusions 0 1 0 1 2 0 2 
Strengths and 
limitations* 

0 0 2 1 1 0 2 

TOTAL 
(Max 32) 

9 27 23 21 27 10 29 
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Appendix J:  Research proposal submitted to Alzheimer’s Society  
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Appendix K.  Ethical approval from Alzheimer’s Society 
 
Watt, Katherine <KWatt@alzheimers.org.uk>  
Thu 19/04/2012 16:35 
Inbox 
 
Hi Sam 
  
Just heard back from our Quality team and they are happy with your form, so please do 
go ahead and post in the Researchers, Students and Professionals forum on Talking 
Point. 
  
If you have any other questions about using Talking Point or need any more help from 
me, please let me know. 
  
Best of luck with your research, 
  
Katherine 
  
Katherine Watt 
Talking Point Manager  
Alzheimer's Society 
Devon House, 58 St Katharine's Way, London E1W 1LB 
T: 0207 423 3533 
kwatt@alzheimers.org.uk 
alzheimers.org.uk 
http://forum.alzheimers.org.uk/index.php 
Leading the fight against dementia  
  
 
Watt, Katherine <KWatt@alzheimers.org.uk>  
Thu 19/04/2012 16:39 
Inbox 
 
Apologies Sam, I've just remembered that you won't in fact need to post on the forum, 
so please disregard that part of my email! 
  
Best, 
  
Katherine 
  
Katherine Watt 
Talking Point Manager  
Alzheimer's Society 
Devon House, 58 St Katharine's Way, London E1W 1LB 
T: 0207 423 3533 
kwatt@alzheimers.org.uk 
alzheimers.org.uk 
http://forum.alzheimers.org.uk/index.php 
Leading the fight against dementia  
 
 
 
 
 

http://forum.alzheimers.org.uk/index.php
http://forum.alzheimers.org.uk/index.php


 155 

 

Appendix L.  Ethical approval from Coventry University 
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Appendix M. Extract from discussion forum thread 
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