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Introduction: Thesis Overview 

This thesis includes two papers, comprised of a systematic review and an 

empirical research project. Both have been prepared for submission to Aging & Mental 

Health (Appendix 1 for submission guidelines).  

Most care provided to support people to live well with dementia is done so via 

unpaid or informal carers (Lewis et al., 2014). These carers are often family members; 

children (40%) or romantic partners (26%; NHS Digital, 2010). Research has often 

focused on perceived feelings of burden that carers experience, however, not all carers 

experience this or respond to stressful situations in this way (Denckla et al., 2020). This 

leaves the question: why do carers respond differently? One way to investigate this is 

through exploring resilience (Windle & Bennett, 2011). 

The systematic review sought to synthesise qualitative data exploring the social 

support of carers who supported a family member living with dementia. Access to, and 

engagement with, social support is one resource which aids coping with adversity (i.e., 

promotes resilience; Donnellan et al., 2015). By focusing on qualitative methodology 

only, the richness of participants’ experiences could be studied. Eight papers were 

deemed eligible for the review. They were appraised for their quality using the CASP 

tool and data was analysed through thematic synthesis. Three analytical themes were 

composed to incorporate seven subthemes: a shrinking social world; impact on 

wellbeing; sharing as a way of caring.  

The systematic review findings highlighted there was a reduction in social 

support for familial carers, negatively impacting on their wellbeing. However, after 

carers adapted to their changed circumstances, where possible they found avenues to 

increase their social support in ways which supported their role as a caregiver, for 

example joining dementia support groups. Carers found value in sharing their 
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experiences with others in a similar position. Where the carer’s wellbeing had been 

negatively affected and they could not rebuild their social networks, this led to 

interventions from health care professionals.  

The empirical study sought to explore the experiences of cohabiting couples, 

where one person in the couple was living with young onset dementia, using the 

ecological resilience framework (Windle & Bennett, 2011). This framework identifies 

resources missing or available to people within themselves or in their wider 

environments, such as social support. A dyadic approach was employed as this is under-

utilised in research, with more of a sole focus on carers. Furthermore, there is less 

empirical evidence exploring the lives of those living with young onset dementia 

compared to dementia diagnosed after the age of 65.  

The use of Constructivist Grounded Theory enabled the development of the 

ecological resilience framework by incorporating couplehood, reflecting the resources 

available to those living with young onset dementia. An additional tool was employed 

(ecomapping) which allowed for further exploration of the social support and wider 

systems couples had access to, incorporating triangulation into the analytic process. 

An ecological exploration of resilience highlights numerous avenues of 

intervention or support which could be offered to people living with dementia. These 

implications are discussed further.  

Each chapter of this thesis adds to the evidence base as they explore both the 

positive and more negative experiences that people living with dementia encounter. By 

understanding their experiences, health and mental health care professionals can begin 

to consider their role in this also. 
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Abstract 

Objective: Social support impacts on a person’s wellbeing. This study synthesised 

qualitative data exploring this for unpaid carers following their family member’s 

diagnosis of dementia. If changes in social support occurred, the impact was 

explored. 

Methods: Five electronic databases (PsycINFO, CINAHL, PubMed, Academic 

Search Complete, and Social Care Online) were searched in October 2021 and 

March 2022 for peer-reviewed, qualitative studies. Eight articles were included in 

the review following methodological appraisal of their quality and the results of 

the studies were combined using thematic synthesis.  

Results: Three analytical themes were composed with seven subthemes: A shrinking 

social world (Loss of Relationships, An Inevitable Consequence, Meaningful 

Connections); Impact on wellbeing (“A person can only take so much”, A Process of 

Adaptation); Sharing as a way of caring (Expanding Communities, Sources of Support). 

Conclusion: Social support for familial carers reduced, negatively impacting on 

their wellbeing. Time became a valuable commodity for carers, impacting on 

what they felt they could take part in outside of their caring role. Dementia-related 

supports (e.g., dementia support groups) could be shared with the person they 

cared for. These opportunities offered chances to meaningfully connect with other 

carers. Where carers could not rebuild their social networks, they sought support 

from health care professionals. Implications of findings are discussed. 

Keywords: Dementia; social support; familial carers; unpaid carers; 

wellbeing 



11 
 

Introduction 

In the UK, approximately 700,000 people provide a caring role for a loved one 

with dementia (Lewis et al., 2014). Over half (63%) were retired, with 36% reporting 

they spend over 100 hours a week providing this support. In a report published by 

Alzheimer’s Research UK (2015), carers highlighted numerous ways their lives had 

changed since adopting a caring role for a loved one with dementia. These included 

poorer physical health outcomes and experiencing symptoms of depression and 

exhaustion. 

One of the biggest changes carers reported was in their relationships, with some 

reporting feelings of social isolation (Alzheimer’s Research UK, 2015). Of those who 

provide unpaid or informal care to a person living with a dementia, 63.5% reported 

feeling as if they had little to no social support (Alzheimer’s Research UK, 2018). 

Research has also highlighted this as a problem. Donnellan et al. (2017), for example, 

interviewed carers who supported their spouses living with dementia. Those who 

identified having limited access to resources to help their caring experience reported 

that their friendships fell away after the adoption of their caring role.  

Approximately two thirds of familial carers of a person with dementia report 

feeling lonely. Those who experienced loneliness also noted having a small social 

network and reduced quality of their existing relationships (Victor et al., 2020). 

Loneliness has been shown to increase the risk of developing health conditions such as 

stroke, coronary heart disease and Alzheimer’s disease, as well as negatively affecting 

an individual’s wellbeing (Holt-Lunstad & Smith, 2016). Loneliness has been 

recognised by the UK Government as an area which requires exploration and action to 

support people to develop meaningful relationships (Department for Digital, Culture, 

Media and Sport, 2018).  



12 
 

Social Support  

Social support has been defined as a resource exchanged between people which 

enhances the wellbeing of the individual in receipt of it (Shumaker & Brownell, 1984). 

Furthermore, it refers to an individual’s perception of what support they believe is 

available to them through their social networks. Social networks are the number of 

social relationships an individual has, and the number of contacts between each person 

within the network (Kelly et al., 2017). The support an individual receives through their 

social relationships has been divided into four categories: emotional (amount of care, 

love and understanding provided by others); instrumental (help with daily living 

activities such as shopping); appraisal (support with making decisions or providing 

feedback); and informational (giving advice; Berkman et al., 2000).   

Numerous effects on wellbeing have been shown. For those in a caring position, 

relationships in their social networks which provide a social support role have a 

beneficial effect on perceived stress, by contributing resources which aid with the 

management of difficult situations (Windle & Bennett, 2011; Sapolsky, 2004). The 

quality and quantity of social relationships has also been correlated with positive affect, 

subjective wellbeing, mental health, and improved physical health outcomes across the 

lifespan (Diener & Seligman, 2002; Holt-Lunstad et al.,2010). 

A diminishing number of social contacts have been evidenced for informal 

dementia carers (Clay et al., 2008). Carers report the act of supporting a person with 

dementia negatively effects their social lives due to the requirements of providing this 

support, with limited time and finances to take part in any recreational activities 

(Vlachantoni et al., 2020). Lindeza et al (2020) conducted a systematic review exploring 

the views of family carers on different aspects of providing care. One theme centred on 

the carer’s social lives, highlighting how friendships prior to the dementia diagnosis had 
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diminished over time, leaving the carer to turn to more formal options, such as health 

care, to support them. 

Although spouses report feeling abandoned by their social supports once they 

begin to care for their partner, leading to feelings of isolation, some go on to form new 

supports by seeking out those who are in a similar position to themselves (Denham et 

al., 2019). Studies highlight that when carers believe they have social support via 

friendships or family, and engage with this, they feel more confident in providing care 

(Kelley et al., 2017) and their own physical health shows improvement (Chan et al., 

2021).  Therefore, both loss of and the introduction of new social relationships are 

reported by those in caring roles. 

Current Review 

This systematic review seeks to synthesise qualitative literature exploring the impact 

of changes in social support for a familial carer of a person living with dementia. 

Research has focused on the relationship between the informal carer and the person 

living with dementia after their diagnosis, but less so on the social relationships and 

perceived social support outside of this dyad. Roth et al. (2005) have shown that the 

quality of social support along with its availability predicts a carer’s wellbeing more so 

than the size of their social networks. Therefore, social support is important to carers of 

a person with dementia. It is of benefit to understand how this social support changes 

for a familial carer following their loved one’s dementia diagnosis. Therefore, this will 

be the focus of this synthesis which will employ a thematic synthesis approach (Thomas 

& Harden, 2008) to answer the following questions: 

(1) What happens to the social support of an unpaid carer following their family 

member's diagnosis of dementia? 
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(2) If a carer does experience changes to their social support, what impact does this 

have for them? 

 

Method 

This systematic review was registered via the PROSPERO database (ID number: 

CRD42021256393). Prior to submission, this database and Google Scholar were 

searched to identify any similar existing, or planned, systematic reviews. Researchers in 

this field were also contacted via email to ensure the systematic review was not a 

duplication (Appendix 2). PRISMA guidelines for the reporting of systematic reviews 

were followed (Page et al., 2021).  

Search Strategy 

The review question was broken down into constituent parts using the SPIDER 

tool (see Table 1; Cooke, Smith & Booth, 2012). Search terms were generated and then 

reviewed by the supervisory team. In addition, an NHS Trust librarian was consulted 

who helped to structure the search terms (Table 2) and review the chosen databases. 

They suggested the addition of Social Care Online, which was subsequently added to 

the databases being searched. The search strategy can be found in Appendix 3. Each 

line of the search was conducted separately (for example, dementia specific terms, 

followed by carer specific terms and so on) and then combined to return a final number 

of articles for review. 
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Table 1. SPIDER tool. 

Element Term Criteria 

S Sample Carer of a family member 

living with dementia 

PI Phenomenon of Interest Social support received by 

dementia carers 

D Design Interviews, focus groups, 

written forms of 

communication (e.g. 

blogs/social media) 

E Evaluation Change in social support 

following the adoption of a 

caring role 

R Research type Qualitative 

 

Table 2. Search terms. 

 Search Terms 

Carer of a family member living with a 

dementia 

unpaid OR informal AND care* OR 

caregiv* 

Dementia caregiving dementia OR alzheimer* 

Interview or focus group interview* OR “focus group*” 

Change in social support following the 

adoption of a caring role 

“social support” OR famil* OR friend* 

OR relations* OR interpersonal 

Qualitative qualitative 

 

In October 2021, literature searches were conducted via the following databases:  

PsycINFO, CINAHL, PubMed, Academic Search Complete, and Social Care Online. 

Healthcare Databases Advanced Search (HDAS) was used to search PsychINFO, 

CINAHL, and PubMed. Searches were updated in March 2022 to check for additional 

publications. A total of 112 results were found during this later search. No new papers 

were identified that met the inclusion criteria for the review. A final search was 
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conducted directly via PubMed in July 2022 which was also checked by a university 

librarian. This returned an additional 15 articles. None of the 15 additional papers 

identified met the inclusion criteria and therefore did not impact on the results presented 

below.   

Inclusion/Exclusion Criteria 

For inclusion in the review, papers were required to meet the following criteria 

(Appendix 4): papers which focused solely on familial adult carers as participants; who 

cared for a person living with any type of dementia; the terms “social” and/or “support” 

contained within the aims or objectives of the research with a focus on relationships 

outside of the family; qualitative; and accessible in the English Language.  

Articles were excluded if participants were not the familial carer, dementia was 

not the focus, there was no reference to social support outside of the family or there was 

a sole focus on the relationships between family members. Quantitative studies 

(including randomised controlled trials) or mixed methods studies were also excluded, 

as well as studies which were a type of intervention, as these did not solely focus on the 

qualitative experience of the carer. In addition, articles were excluded if they were 

books, conference presentations or an unpublished dissertation as these had not been 

subjected to a peer review. Articles exploring or evaluating the impact of Covid-19 on 

carers were also excluded for several reasons: a pandemic is an additional and unique 

stressor, and research into this area is ongoing and may benefit from its own systematic 

review in future. Additionally, Covid-19 had a major impact on the levels of social 

support a carer received. 
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Process of Study Selection 

In total, 1,427 articles were returned in the search (PsychINFO = 250, Pubmed = 

395, CINAHL = 293, Academic Search Complete = 341, Social Care Online = 148), 

including those papers found during the search update in March 2022 and July 2022. 

When screening, 662 duplicates were removed. Through applying the inclusion and 

exclusion criteria, an additional 728 papers were removed at the abstract stage. The full 

text of 37 articles were reviewed, where the final number of eight articles was reached 

for thematic synthesis (Figure 1). A second rater applied the same criteria to 27 of the 

eligible papers (n = 6) for interrater reliability (McHugh, 2012) in March 2022. A 

librarian supervised this process in July 2022. Cohen’s kappa came to 83.33% 

indicating almost perfect agreement. After discussion of the disagreement, agreement 

came to 100% (Cohen’s kappa = 1.00). 

Quality Assessment  

To critically assess the quality of papers included in the synthesis, the CASP 

assessment tool was utilised (Appendix 5; Critical Appraisal Skills Programme, 2018). 

The CASP tool is a frequently employed tool to appraise the quality of qualitative 

evidence (Long et al., 2020). A second rater also independently applied the CASP tool 

to all 8 final articles. There were some discrepancies in scoring, often in relation to the 

researcher’s relationship to the participants and the data. All discrepancies were 

discussed between the raters and an agreement was reached. Table 3 includes 

information from the CASP evaluation. This table shows that the article by Anderson et 

al. (2018) was assessed as answering ‘yes’ to most areas of the CASP tool, indicating a 

higher quality article compared to others which were assessed. The majority of studies 

did not discuss ethical issues, or make reference to processes of rigour in the analysis 

and generation of themes. 
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Figure 1. PRISMA diagram. 
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Table 3. Articles assessed with the CASP (2018).  

Author Aims Methodology Design Recruitment Data 

Collection 

Researcher 

Relationship 

Ethics Rigour Findings Valuable 

West et al. 
(2019) 

Yes Yes Yes Can’t tell Yes No Can’t tell No Can’t tell Yes 

Parkinson 

et al. 
(2020) 

Yes Yes Yes Yes Can’t tell No Can’t tell Can’t tell Can’t tell Yes 

Gibson et 

al. (2019) 

Yes Yes Yes Yes Yes Can’t tell Can’t tell Can’t tell Yes Yes 

Orpin et al. 

(2012) 

No Yes Can’t tell Yes Can’t tell 

 

No Can’t tell Can’t tell Yes Yes 

Nay et al. 

(2015) 

Yes Yes Can’t tell Can’t tell Yes No Can’t tell Can’t tell Yes Yes 

Carpentier 

et al. 

(2008) 

Yes Yes Yes Yes Yes Yes Can’t tell Yes Yes Yes 

Mackenzie 

(2006) 

Yes Yes Can’t tell Yes Can’t tell Can’t tell Can’t tell Can’t tell Can’t tell Yes 

Anderson 

et al. 
(2017) 

Yes Yes Yes Yes Yes Can’t tell Yes Can’t tell Yes Yes 
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Data Extraction  

A tool was created (Appendix 6) to extract relevant information from studies 

included in the final analysis. Key information from the studies, i.e., what data was 

extracted, can be found in Table 4. All papers except for Anderson et al. (2017) 

employed purposive sampling.  

Data Synthesis 

The review employed a thematic synthesis approach to the findings of each 

paper. Thomas and Harden (2008) refined this approach for qualitative systematic 

reviews by taking methods from Grounded Theory to aid creation of initial codes, 

leading to analytical themes, to develop additional understandings from the data.  

Employing this approach, all information detailed under a ‘results’ or a 

‘findings’ section in each article were treated as data to be analysed, including 

quotations from participants as well as any interpretations made by the original authors.  

Articles were added to NVivo 12 to aid analysis. Following guidance from 

Thomas and Harden (2008), the initial step was a line-by-line analysis of ‘results’ or 

‘findings’ sections, applying codes to results or author interpretations relevant to the 

social support experienced by the familial carer. A comparison between the different 

studies then occurred. Following this, a hierarchical structure was formed from the 

codes to aid construction of descriptive themes. Initial codes and themes were discussed 

within the research team. Analytical themes were then developed from this discussion 

(see Appendix 7 for process of code generation).  
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Reflexive Statement 

The researcher’s prior experience of working in dementia-related services will 

have had an influential role in the development of the inclusion criteria for article 

selection. By working with familial carers, the researcher noticed how services can 

often focus on the individual with the diagnosis and less so their immediate support 

networks. Therefore, the systematic review was solely interested in the views of carers, 

limiting the number of papers analysed as participants in numerous studies were also the 

person with the dementia diagnosis. These excluded studies may have yielded 

interesting analysis from the perspective of a dyad on how their social worlds had 

altered following a diagnosis. 

During the process of creating initial codes and generating analytic themes, the 

researcher’s position as a trainee clinical psychologist may have meant that the impact 

on a carer’s wellbeing was more attended to than other areas of the participant’s 

experiences.  
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Table 4. Data extraction from articles included in the systematic review analysis. 

Author(s)/Year/ 

Title 

Aims Participant 

Characteristics 

Location & 

Setting 

Methodology 

& Analysis 

Summary of Outcomes Referencing Social Support 

West and Hogan 
(2019).  

To ascertain the 
perspective of carers 

who attend dementia 

support groups. 
 

 

N = 14 familial carers 
(11 spouses, 1 sibling, 

2 children); 12 female, 

2 male 
 

Mean age = 70 

 
Ethnicity: White 

British = 13; White 

French = 1 

 
Attended support 

group on average once 

a week for 2 years 
 

West 
Midlands, 

England 

 
Dementia 

support 

group 
 

Face-to-face 
semi-structured 

interviews; 

Thematic 
analysis 

Familial carers valued sharing their experiences and 
learning from other carers. 

 

Social support from the group meant carers felt less 
isolated in their experiences. 

 

Time is needed after a dementia diagnosis to allow 
family to adjust before considering attending a support 

group. 

Parkinson, Carr 

and Abley 

(2020).  

To highlight how 

familial carers can be 

supported in the long-
term. 

 

N = 18 familial carers 

(11 spouses, 4 

daughters, 3 sons) 
 

Mean age = 66.28 

years 
 

14 female 

4 male 

 
Mean number of years 

in caring role = 4.06 

 

North East 

England 

 
Voluntary 

sector 

organisations 

Face-to-face 

semi-structured 

interviews; 
Realist 

evaluation 

Seeking social support valuable for emotional and 

practical support, to mediate stress and prolong care 

within the family. 
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Gibson, Holmes, 

Fields and 
Richardson 

(2019).  

To explore the 

familial and 
community supports 

of rural caregivers.  

 

N = 11 familial carers  

 
Female = 81.8% 

Male = 18.2% 

 

Age of carer = 45.5% 
under 65, 36.4% aged 

66-75, 18.2% aged 

76-85. 

Midwest 

America – 
Ohio and 

Kentucky 

 

Rural 
communities 

Semi-structured 

interviews (5 
face-to-face, 6 

via telephone); 

Thematic 

analysis 

Communities a “safety net” of support for familial carers 

offering strength and respite. E.g., religious activities 
offer additional social support which buffered risk of 

social isolation. 

 

Carers reported changes in leisure time, which influenced 
perceived stress levels as well as life satisfaction. 

Orpin, Stirling, 

Hetherington 

and Robinson 

(2014).  

To investigate the 

formal and informal 

support and how this 

is used by rural carers 
of a person with 

dementia. 

 

N = 18 familial carers 

(8 of which were the 

child of the person 

with dementia; 10 
were spouses or 

partners) 

 
Average age = 59 for 

children; 71 for 

spouse/partner 

 
Female = 8 

Male = 10 

Tasmania 

(Australia) 

 

Interviews 
occurred in 

participants’ 

homes 

Face-to-face 

semi-structured 

interviews; 

Thematic 
analysis 

Carers became absorbed into their caregiving roles. 

Carers developed strong boundaries to those outside of 

the caring dyad. 

 
Communities experienced as supportive until changes in 

the person with dementia were more behaviourally 

apparent. 

Nay, Bauer, 
Fetherstonhaugh, 

Moyle, Tarzia 

and McAuliffe 

(2015).  
 

To elucidate familial 
carers of a person 

with dementia’s 

social participation. 

 
 

N = 33 (17 were a 
spouse, 16 were the 

child/child-in-law of 

the person with 

dementia) 
 

Female = 27 

Male = 6 
 

Age range = 50-59 

(40%), 60-69 (30%), 

Australia Semi-
structured; 

Grounded 

theory 

Carers adapted to how they engaged socially following 
adoption of their caring role, e.g. activities need to have 

purpose an potential for meaningful connections to be 

made. 

 
Majority reported loss of social participation since 

becoming a carer. Spontaneity diminished as care needs 

increased.  
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70-79 (17%), 80+ 

(13%) 

Carers feel constrained by caring, feel unable to leave the 

person with dementia for long, so they do not leave the 
house. 

Carpentier, 

Ducharme, 

Kergoat and 
Bergman (2008).  

To investigate 

barriers to social 

participation for 
carers. 

N = 52 (adult children 

= 20, spouses = 32) 

 
Female = 78.8% 

Male = 21.2% 

 
Mean age = 66 years  

Montreal, 

Canada 

 
Cognition 

clinics 

Semi-

structured; 

Structural 
Approach to 

Social 

Representations 
(SASR) based 

on Content 

Analysis 

Friends have an influential role in supporting carers, e.g., 

accessing services to support the person with dementia or 

the formation of the carer’s illness beliefs. 
 

Those friends who could be relied upon when needed 

were those who had a longstanding relationship with the 
carer. 

 

 

Mackenzie 
(2006).  

To explore what the 
support need is for 

carers from Eastern 

European and South 

Asian communities. 

N = 21 familial carers  
Ethnicity = 11 

Pakistani, 5 Indian, 4 

Polish, 1 Ukrainian  

North East, 
England 

Semi-
structured; 

Content 

analysis 

When someone was diagnosed with dementia, carers 
aimed to keep this “in the family”. Letting other people 

know what was going on for them invited judgment, 

impacting on relationships outside of the family. 

 
Attending dementia day centres viewed as a way of 

keeping up appearances of having a social life.   

Anderson, 
Hundt, Dean, 

Keim-Malpass 

and Lopez 

(2017).  

To investigate the use 
of social media (e.g., 

blogs) for those who 

care for a person with 

dementia. 

N = 10 blogs of 
familial carers 

Internet – 
blogs from 

Westernised 

countries 

Blog content 
(already written 

and published 

via the 

internet); 
Content and 

thematic 

analysis 

Blogs (e.g., Facebook) helped to build an online 
community for social support, as well as inform prior 

social contacts of the status of their loved one with 

dementia. Blogs enabled opportunities to gather 

information about dementia from other carers. 
 

Blogs encouraged carers to connect with other carers in 

their local areas and beyond, building their social support 
networks and reducing feelings of loneliness. 
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Results 

The review sought to explore the following questions:  

(1) What happens to the social support of an unpaid carer following their family 

member's diagnosis of dementia? 

(2) If a carer does experience changes to their social support, what impact does this have 

for them? 

Themes were continually reviewed and refined throughout the analytical process and 

discussed within the research team. Three overarching themes were generated. Theme one: A 

Shrinking Social World (comprised of subthemes: loss of relationships, an inevitable 

consequence, meaningful connections) explored the effects of becoming a carer on social 

support. Theme Two: Impact on Wellbeing (“a person can only take so much” and a process 

of adaptation) and Theme Three: Sharing as a way of Caring (expanding communities, 

sources of support) sought to answer what impact changing relationships has on the carer. 

See Appendix 8 for further detail of which papers contributed to each theme.  

Quality Assessment 

None of the eight identified studies were excluded from the review based on their 

quality as assessed by the CASP tool. However, all but one of the papers (Anderson et al., 

2017) did not report adequate information regarding any ethical issues that arose, such as 

how the research was explained to participants. The rigour of papers was also difficult to 

ascertain, often as there was little to no explanation of how researchers derived themes from 

their data, or any reference to contradictory data. A key piece of information was missing 

from all but one of the papers (Carpentier et al., 2008); to explain the researcher’s role and 

any possible biases in the analysis of data, or in the decision of what parts of the data to 

report on. Additionally, three of the papers (Parkinson et al., 2020; Orpin et al., 2012; 
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Mackenzie, 2006) did not explain sufficiently how they collected their data. Two of these 

three papers (Parkinson et al., 2020; Mackenzie, 2006) did not adequately explore their 

findings with respect to credibility, such as efforts at triangulation.  

Overall, five of the eight papers were assessed as being lower in quality. These 

included Orpin et al. (2012), West et al. (2019), Parkinson et al. (2020), Nay et al. (2015), 

and Mackenzie (2006). These papers contributed towards all themes presented in this review, 

particularly for themes one and two A Shrinking Social World and Impact on Wellbeing. As 

such their findings should be interpreted with caution. Those of higher quality (Gibson et al., 

2019; Carpentier et al., 2008; Anderson et al., 2017) provided a theme (theme three) and 

subtheme (theme one; meaningful connections) which answered both research questions, 

particularly when considering the impact of social changes on the familial carer. Therefore, 

themes one and two should be interpreted with caution.  

Demographics 

The articles included in the review originate from diverse settings, such as numerous 

different countries (Canada, Australia, America, United Kingdom), some of which have vast 

rural areas, making certain resources difficult to access (e.g., support groups). Most 

participants were female caring for a male partner or parent, representing those who take part 

in research. One study specifically focused on exploring the views of those from ethnic 

backgrounds other than White British.  

Theme One: A Shrinking Social World 

This analytical theme encompassed the experiences of the majority of familial carers, 

namely that they reported a decline in social relationships (i.e., their social network) 

following the adoption of their caregiving role which led to a decrease in perceived social 

support.  



27 
 

Numerous studies included within this theme had quality issues relating to 

transparency, either in the selection of research participants or in the analysis of data, 

reducing the trustworthiness of conclusions made. Where commentary existed regarding 

where participants were recruited from, this was often via dementia-related organisations, for 

example Alzheimer’s Australia (Nay et al., 2015). To be aware of these dementia-specific 

services in the first instance, participants will have needed to have been signposted, 

conducted their own research, or have members within their social networks who could 

provide this information. In utilising these specific services for participant recruitment, 

researchers may have accessed those who were already motivated to build up their social 

networks, potentially skewing the representativeness of the experiences of familiar 

caregivers. Additionally, therefore, the experiences of those not accessing these services 

cannot be reported on under this theme. 

Loss of Relationships 

Carers reflected on their lives before they began providing a caring role. They 

recognised there had been various losses, not solely with friendships but also the shared 

leisure and occupational activities they would take part in with the person now living with 

dementia (Orpin et al., 2014). These relational losses accumulated throughout the 

development of the dementia: “I do find myself perhaps cutting myself off a little bit from 

friends and other people and becoming less sociable”, particularly when the symptoms of 

dementia had progressed to a point where additional support from others was most longed for 

(Parkinson et al., 2020). The narrowing of social relationships meant that the carer was 

effectively isolated from others (“Some people well… rarely they come now”), apart from the 

family member they cared for who could no longer provide the same levels of social support 

they were once able to.  
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An Inevitable Consequence  

Carers expected to lose social contacts following their loved one’s diagnosis (“You’re 

chucked in at the deep end when they are first diagnosed”) due in part to the stigma attached 

to dementia (Mackenzie, 2006). Participants held the perception that their friends avoided the 

person with dementia, and therefore the carer also, due to discomfort, embarrassment, or fear 

of the changes in the person living with dementia (Nay et al., 2015). Some carers also 

avoided people in their social networks, also due to embarrassment of dementia-related 

behaviours. For participants from cultural backgrounds not often captured in research (e.g., 

South Asian, or Eastern European), the stigma of a dementia diagnosis was keenly 

experienced by carers, some of which did not have a word for dementia in their first 

language. They expressed feelings of shame as they felt blamed by those outside of their 

family for the dementia diagnosis, e.g., by not praying enough to keep negative life events 

from occurring (Mackenzie, 2006). 

Meaningful Connections  

Due to the increased demands placed upon the carer, their time was deemed a 

valuable resource in which they only had a limited amount to share outside of the caring dyad 

(Nay et al., 2015; Carpentier et al., 2008). They therefore had to weigh up, and decide, how 

best to spend their time, including who to spend it with. The carer’s role shifted from the 

singular interests they pursued prior to becoming a caregiver to incorporate their new 

occupation, adding their loved one with dementia into their social worlds by becoming part of 

a joint venture, such as dementia support groups (“but when you’re at the Memory Lane 

Café, everybody’s in the same boat so people can sort of bounce off one another…”; West & 

Hogan, 2019). This change coincided with a shift in the carer’s values to incorporate aspects 

of their developing identity (Anderson et al., 2017). By including their loved one with 

dementia in their social activities, both members of the dyad could create new meaningful 
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connections, effectively rebuilding or developing their social networks to include those who 

could provide social support in a purposeful way.  

Theme Two: Impact on Wellbeing 

The loss of social support carers received due to the diminishing relationships within 

their social networks negatively impacted upon their wellbeing. However, through expanding 

their social worlds by incorporating aspects of their new identity, e.g., attending dementia 

support groups, carers recognised a positive impact on their wellbeing. 

This theme was constructed via papers deemed lower in quality when appraised for 

ethical considerations and aspects of rigour. For example, researchers failed to report on their 

role in the formation of interview schedules or subsequent data analysis, including how their 

experiences may have introduced bias into interpretations, i.e., reflexivity. This may have 

affected the validity of the findings.  

Regarding issues of ethics, whilst papers reported having ethical approval for their 

studies, there was limited commentary on how participants were supported during the data 

collection process and afterwards. For example, West and Hogan (2019) interviewed 

participants within their dementia support group environment. It is unclear how much time 

participants had to consider their involvement in the study, or how any distress may have 

been alleviated by researchers.  

“A person can only take so much” 

Participants reported the caring experience as tiring and stressful (Parkinson et al., 

2020), leaving them with little time for themselves, or to socially participate with others 

outside of the caring dyad. With their resources depleted, carers would seek support from 

professional services, either in the form of medication or counselling (“I’m on 

antidepressants to be honest… but yeah, it’s a mental strain because you love them dearly and 
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all that, but… but… a person can only take so much”; Nay et al., 2015). Participants 

lamented the loss of social aspects of their lives that they had prior to becoming a carer. They 

recognised they had become fully immersed in their caring role (Orpin et al., 2014). Some 

participants attempted to keep their decline in wellbeing to themselves, to protect themselves 

as well as the relationships with those around them (Mackenzie, 2006). 

A Process of Adaptation 

Participants sought ways of increasing their social activity, such as becoming 

members of dementia support groups. Initially this was difficult for people to do (West & 

Hogan, 2019), but once carers adapted to their role and had access to these resources, they 

noticed a positive effect on their wellbeing, increasing their likelihood of returning (“I think 

we’d find [not attending] quite erm quite stressful really very lonely in lots of ways.”). 

Becoming involved in a group related to their caring role continued to link the carer with the 

person living with dementia, therefore not detracting from their limited resources, but 

allowed them to nurture their own identity within it. Familial carers could enjoy social 

interactions without also experiencing guilt, as well as build their skills and knowledge in the 

area of dementia (West & Hogan, 2019). 

Theme Three: Sharing as a Way of Caring 

The theme explored participant’s views of their current social lives. The subthemes 

which comprise this theme were developed from papers deemed higher in quality, with 

additions from those lower in quality. As such, findings synthesised here could be considered 

more reliable and trustworthy in comparison to previous themes. Where theme one 

considered a loss of social support, theme three indicated that carers found value in meeting 

others also in the position of caring for a loved one living with dementia. 
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Expanding Communities  

As the familial carer’s social networks narrowed following their loved one’s diagnosis 

of dementia, carers sought to find and meet with those who could understand and validate 

their experiences, learn important information from, and not feel judged (West & Hogan, 

2019; Carpentier et al., 2008; Mackenzie, 2006; Anderson et al., 2017). Dementia support 

groups were one such place to “share your caregiving story. Connect with others who 

understand”. Participants reported needing time to come to terms with the dementia diagnosis 

before they could attend these groups. However, these were environments which could also 

be shared with the person living with dementia. Therefore, the carer’s valuable resource of 

time outside of the dyad (theme one) did not diminish. Support groups were perceived as a 

way of making new friendships, rebuilding the carer’s social network (West & Hogan, 2019). 

Sources of Support  

There were those who could not attend or did not have access to dementia support 

groups, e.g., rural carers. They relied on the longstanding friendships they had created prior 

to the dementia diagnosis (Carpentier et al., 2008). However, these friends were carefully 

selected and few in number (“we… eat with them and… he says the same thing all the time 

but still you know… People just love to talk to him … they’re really, really good with him.”). 

For example, carers sought out the expertise of those in their social networks who had prior 

experience of accessing healthcare, or who had connections with others who did (Carpentier 

et al., 2008). If the carer did not have access to longstanding friendships, neighbours were 

included in their assessment of social support as individuals who might “look out” for them 

(Gibson et al., 2019; Orpin et al., 2014). 

Carers also found creative ways to supplement the social support in their lives by 

using technology, specifically creating blogs via social media (Anderson et al., 2017). These 

were viewed as a helpful tool in updating their social networks, but also in creating a 
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community of people around the carer and person living with dementia, one which was 

contactable at any time for support or guidance:  

Caregivers are a uniquely and intricately woven group of people. Like a cord, alone 

can be torn in two but braided and banded together, strong yet flexible enough to keep each 

other supported during the times of caregiving hardships and, celebrate with during times of 

caregiving triumphs and moments of joy. 

Social media use was particularly important for those who wanted to connect with 

others but saw themselves as more introverted (Anderson et al., 2017). 

Discussion 

This review focused on the changes to social support, and implications of this, for 

familial carers of a person with dementia. A total of 1,427 articles were screened, of which 

eight were selected as they included relevant qualitative information to the review questions. 

Three themes (comprised of seven subthemes) were developed through a thematic synthesis 

approach: (1) A shrinking social world; (2) Impacts on wellbeing; and (3) Sharing as a way of 

caring.  

The themes explored how social relationships can diminish for a familial carer 

following the adoption of their caring role, impacting on the amount of social support they 

feel they receive. Through the adoption of their caring identity, a carer’s social networks built 

up once again, allowing them access to new relationships who offered social support. When 

opportunities for giving or receiving social support were minimal, carers recognised the 

negative impact of this on their wellbeing, leading to seeking support from health care 

organisations. When carers were able to expand their social networks, and therefore their 

opportunities for social support, they found sharing their stories to be cathartic, particularly 

when it offered another carer the opportunity to learn from their experiences.  
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The findings from this review are generally consistent with evidence previously 

reported. Donnellan et al. (2017) commented on how carers of a person with dementia 

noticed a decline in the number of social relationships they had outside of their family. This 

appeared more likely for those deemed as “non-resilient”, i.e., individuals less engaged in 

activities they previously were, or struggling to adapt to their current circumstances 

(Donnellan et al., 2015).  

Loss of relationships has been reported elsewhere, leading to feelings of isolation and 

loneliness for carers (e.g. Greenwood et al., 2019). Carers wish to connect with others who 

can understand their situation (Shanley et al., 2011). This was evident in the current review 

(theme one), with carers seeking dementia support groups as one viable option. Donnellan et 

al. (2017) indicated that joining support groups helped to develop new social relationships. If 

categorised as non-resilient, carers used support groups for positive social interactions. Those 

deemed resilient more often used these groups to gain information. Milne et al. (2014) 

reviewed a group intervention for carers which offered numerous forms of support, including 

psychoeducation. Carers derived benefit from creating new social relationships which 

developed feelings of confidence, positively impacting on their ability to provide a caring 

role.  

The current review did not specifically distinguish between types of social support 

carers received from support groups. However, theme one indicated that carers sought others 

who could be empathic towards their circumstances, as well as provide opportunities to 

acquire knowledge. These correspond to Berkman et al.’s (2000) social support categories of 

emotional, appraisal, and informational support, three key areas for generating feelings of 

social support (Kelly et al., 2017). The fourth, instrumental support, was not referred to. 
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Feeling isolated from others, along with stress related to providing care, have both 

been linked with experiencing loneliness, leading to lower perceived wellbeing (Victor et al., 

2020). The current review highlighted a negative impact on wellbeing for carers who had 

fewer social network members, and therefore limited access to receiving social support. 

Where this occurred, carers sought help from health care professionals in the form of 

medications or counselling. This contrasts with research by Walters et al. (2001) who found 

that carers were reluctant to seek help from services. However, this study was limited to one 

geographical location so may instead be a commentary on their local resources.  

The results of the review indicated that carers adopted a caregiving identity after a 

period of adjustment to their newly developed circumstances. This has been recognised 

elsewhere. Tolhurst et al. (2018) highlighted how the nature of providing care to a family 

member with dementia could present challenges such as minimising opportunities for the 

carer to have a role outside of their caring responsibility, therefore limiting their ability to 

express an individual identity outside of the caring dyad. Family members became defined by 

others as a carer, limiting opportunities to express other elements of their identities, e.g., 

friend. Tolhurst et al. (2018) argued that in supporting the social wellbeing of the person 

living with dementia, carers found their own reduced.  

The social construction of identity has been discussed by Sabat et al. (2011) in 

relation to people diagnosed with dementia. In viewing and describing a person through their 

dementia diagnosis, elements of self outside of the diagnosis are minimised by others, and 

dementia starts to become the person’s whole identity. When the identity of the person living 

with dementia is altered, this impacts on the identity of the person who provides them with 

care and support, suggesting therefore that identity construction is dynamic and subject to 

change depending on responses from social network members (Hayes et al., 2009). There is 

some support for this in the current review; the family member’s identity changed to 
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incorporate a caregiver persona as they increased the support they provided to their loved one 

with dementia. Over time, they became immersed in providing this care (Orpin et al., 2014), 

minimising opportunities outside of the dyad to explore or nurture other aspects of their 

identities. 

Strengths and Limitations 

Themes were generated via studies incorporating various geographical locations, 

including a focus on more rural areas. One specifically gathered data from ethnicities which 

could be considered underrepresented in research (Mackenzie, 2006). This study aids 

consideration of why dementia support groups may be less attended by individuals from 

various ethnic backgrounds other than White British (West & Hogan, 2019) due to 

stigmatising beliefs and associated feelings of shame. As non-English language articles were 

excluded from the review, further considerations from different cultures cannot be 

commented upon. The review also included data collected via more novel means, i.e., 

dementia caregivers’ blogs on social media (Anderson et al., 2017) which helped to explore 

the experience of social support for those with limited access to in-person support groups.  

Following the method of thematic synthesis (Thomas & Harden, 2008), participant 

quotations were included in the analysis and subsequent reporting of results. Authors may 

have selected these quotations above others to construct a persuasive narrative, therefore 

minimising the possibility or representation of contradictions or differing themes (Parkin & 

Kimergård, 2022). However, as quotations are extracted from data, they help to support the 

credibility of arguments made by researchers (Eldh et al., 2020) as they represent evidence 

for interpretations made (Lingard, 2019). By including quotations alongside author 

interpretations in the synthesis, themes are likely to be more comparable to the experiences of 

participants recruited in research (Butler et al., 2016).  
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Of those recruited to the reviewed studies, most carers were female. Whilst this is 

representative of those who take part in research, there is therefore less consideration of the 

views and needs of male carers (McDonnell & Ryan, 2013). 

The quality of articles was variable, with over half assessed as lower in quality for 

reasons such as insufficient reporting on process for data collection, or how authors derived 

themes from their data. As a number of the included studies did not overtly discuss ethical 

considerations or issues of rigour during analysis and theme generation, less confidence could 

be placed in the results of this review. Sample sizes also tended to be small, however this is 

not uncommon for qualitative research (Nay et al., 2015). Only published peer-reviewed 

research was included in the review, excluding unpublished studies such as dissertations. This 

decision was made for reasons relating to quality; however this limited the number of studies 

eligible for the review. Additionally, qualitative findings from mixed method studies were 

also excluded from the review which may have provided additional evidence to consider.  

Studies included in the review were researched and published in Westernised 

countries, therefore there is no consideration of the lives of those in non-Westernised nations. 

The search strategy implemented did highlight papers from different cultures, e.g., Japan, 

however an English translation could not be found, therefore excluding them from the 

review. Consideration of Westernised bias was also not a feature of the CASP quality 

assessment tool implemented. Therefore, it is inevitable that this review is biased towards 

Westernised cultures. However, one paper in the review specifically focused on the 

experiences of people from Eastern European and South Asian cultures (Mackenzie, 2006). 

As their findings have been integrated during the process of the review, their more specific 

cultural considerations could be lost. Caring can be different in different cultures, therefore, 

further work in this area is warranted. 
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Implications for Practice 

This review highlights several implications for carers, services that support people 

with dementia, and for wider policy. Carers undergo a transition period where they adapt to 

their new care-providing roles. During this time, they may lose access to social support. 

Social support is necessary for the wellbeing of carers, which also impacts on the care they 

feel able to provide to their family member (Alzheimer’s Society, 2019).  

Carers should be made aware of ways of creating or finding support following a loved 

one’s diagnosis of dementia. However, the review highlighted it may be more beneficial for 

carers to access support options such as dementia support groups following a period in which 

they have adapted to their role as a carer. Dementia support groups act as an intervention to 

bolster the wellbeing of its attendees (Milne et al., 2014). They also aid the acquisition of 

knowledge from others about caring and dementia (referred to as informational social 

support). Therefore, dementia support groups have an important role in supporting the 

ongoing wellbeing and skill development of those who attend, but at a time when carers have 

adapted to their caregiving role. 

For services, in the current review, when carers had limited access to social support, 

they sought medical or counselling interventions. However, not all carers may alert health 

care professionals to the fact that they are struggling to feel supported. Approximately 61% 

of carers reported a decline in their health following the adoption of a caring role (British 

Psychological Society, 2018). Carers should be offered assessments as part of the care 

provided to their family member with dementia, an assessment which explores the 

biopsychosocial elements of providing care, as outlined in the Care Act (Department of 

Health, 2014). An assessment of this nature may help to pick up on areas of difficulty and 

generate discussion around the availability and suitability of support options. However, some 

resist perceiving themselves as a carer, remaining ‘hidden’ to services (Knowles et al., 2016). 
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The care they provide can be construed as a natural element of being a family member 

(Smyth et al., 2011). Rather than imposing the label of carer, attention should be paid to the 

language family members use to describe their supporting role. Services have a role to play in 

identifying those who fall under the carer category but do not label themselves as such to 

ensure they have access to the appropriate support measures. 

Future Research 

There are numerous avenues for future research, highlighted by this review. Existing 

literature (e.g. Donnellan et al., 2017) has indicated that the resources a carer has access to 

impacts on the type of social support they receive from a dementia support group setting. The 

current review did not highlight these additional resources. Future research could investigate 

this further. 

The current review accounts for older people living with dementia. Therefore, there 

was no consideration of the impact of caring for someone with young-onset dementia which 

can bring additional difficulties (e.g., caring for children, employment; Grunberg et al., 2021) 

further reducing the amount of valuable time carers have on tasks outside of the caring dyad. 

This review purposefully excluded dyadic methodology which future research may wish to 

consider. In doing so, co-constructed meanings can be explored, further developing the 

evidence base. 

The current review also excluded Covid-19 specific studies from the synthesis as this 

was considered a unique additional stressor to familial carers of a person living with 

dementia. However, studies such as this would make an interesting contribution as reduced 

social contact was enforced through government legislation.  
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Conclusions 

A reduction in social support is perceived as inevitable for familial carers of a person 

with dementia, negatively affecting their wellbeing. Carers undergo a process of adapting to 

their caring role following diagnosis, after which time they seek access to other dementia 

carers, but only when the time was right for them. This offered the opportunity to develop 

new meaningful connections where they were able to provide or receive various forms of 

social support, positively impacting on their caring experience. Accessing options such as 

dementia support groups or relevant online blogs offered carers the opportunity to access 

social support which could also be shared with their loved one with dementia. This meant that 

their valuable time was not eroded by activities which did not aid their ability to provide care. 

For those with diminished social network members who could not rebuild this, health care 

professionals had an important role in providing interventions such as medications or 

counselling. Therefore, social support for familial carers is a valuable resource required to 

assist them in their caregiving journey.  
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Abstract 

Objective: To explore the experiences of cohabiting couples, where one person in the 

coupe had a diagnosis of young onset dementia, using the ecological resilience 

framework (Windle & Bennett, 2011). 

Methods: Semi-structured interviews were completed with five couples. Ecomaps were 

generated to triangulate responses, A constructivist grounded theory approach was 

selected to aid development of the ecological resilience framework, focusing on the 

experience of couplehood. 

Results: Couples attempted to maintain their pre-dementia lives and routines but also 

acknowledged the impacts of dementia. Facilitating and hindering factors were found 

for all levels of the framework (couple, community, and society). Facilitators included 

the use of humour and social support from friends, peers, and family. Hindering factors 

included prognosis information and lack of young onset dementia-specific support. 

Moderating factors were also considered. 

Conclusion: The ecological resilience framework was developed through the lens of 

couplehood, highlighting the couples’ experience of living with dementia together. 

Utilising a resource-based approach to living with young onset dementia highlights 

numerous avenues to consider when supporting people to live well following diagnosis. 

Implications are discussed for all levels of the framework. 

Keywords: resilience; young onset dementia; grounded theory; ecological 

framework; couplehood 
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Introduction 

Young onset dementia (YOD) is a term used when an individual is diagnosed with 

dementia prior to their 65th birthday (Werner et al.  2009). Researchers have predicted that of 

the 850,000 people with a dementia diagnosis in the UK, 5% of those will have YOD, 

equating to approximately 42,000 people (Prince et al., 2014). 

In contrast to the more usual profile of symptoms seen in early stages of dementia, 

where memory problems are the primary concern, symptoms which initially present can 

include impairments in executive functioning, motor abilities, or language production 

(O’Malley et al., 2021) making diagnosis more complex. Difficulties with diagnosis impact 

on the ability to determine prevalence rates (O’Malley et al.,2019) which in turn impact on 

the provision of services to support those with YOD (Hendriks et al., 2021). Diagnosis may 

often take longer to achieve compared to older adults (Werner et al., 2009), partly due to the 

broad range of symptoms (Baker & Butler, 2016) but also as individuals can be misdiagnosed 

with a range of other conditions such as bipolar disorder (O’Malley et al., 2019), particularly 

when presenting with characteristics of frontotemporal dementia (Tsoukra et al., 2022).  

People with YOD and their loved ones face unique stressors as the dementia arises at 

a point during their lifespan when they are more likely to be actively involved in their careers 

or family life (Grunberg et al., 2021). Individuals living with YOD have described feeling 

isolated and have expressed fears around financial implications, such as retiring early or 

needing to continue to support dependant family members (Johannessen & Möller, 2013). 

People with YOD also report experiencing grief and loss as they attempt to alter their 

expectations for their life following a diagnosis (Grunberg et al., 2021). 

Generally, in dementia care, family members often transition into an unpaid caring 

role to support their loved one (Zhou et al., 2021). Carers are often a child supporting their 

parent (40%), or spouses or romantic partners (26%; NHS Digital, 2010). Romantic partners 
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and spouses report a sense of loss, either through an emotional connection with their partner 

or by forgoing elements of their lives to provide this caring role (Bruinsma et al., 2022). On 

an individual level, carers frequently report experiencing a negative impact to their self-

esteem as a result of their caring role, as well as high levels of burden (van Vliet et al., 2010). 

Burden has often been researched in carers of a loved one with dementia. For 

example, carers may feel strained by their work commitments and caring responsibilities 

(Bakker et al., 2013). Perceived burden affects carer’s mental health which impacts on the 

care they feel able to provide (Lloyd et al., 2019)  

Not all individuals respond to stressors in the same way, i.e., by experiencing negative 

outcomes (Denckla et al., 2020). Furthermore, not all carers identify with the use of the word 

‘burden’ to describe their experiences, as this indicates caring is wholly negative (Dementia 

Engagement Empowerment Project, 2014). Carers can cope well or adapt to the caring role 

(Kramer, 1997a), and feel satisfied in being able to care for another person (Ong et al., 2018). 

Research into burden or the challenges of caring has not explored why one carer experiences 

adverse impacts to health and general wellbeing whilst another does not. Additionally, 

interventions aimed at reducing burden in carers of a person living with dementia have 

produced small effect sizes (Zhou et al., 2021). Focusing solely on carer’s subjective 

perceptions of burden neglects a consideration of factors external to the carer which could 

facilitate or hinder their coping ability. 

There are alternative ways to conceptualise the responses of individuals following 

difficulties or changes in their lives. One of these is through resilience. Though there are 

debates about how resilience is defined, depending upon the context in which it is being 

investigated, there has been an increase in explorations of the mechanisms involved (Denckla 

et al., 2020). Traditional conceptions of resilience have focused on explaining this as personal 

qualities, influenced by personality characteristics such as extraversion or openness (Oshio et 
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al., 2018). Others have hypothesised resilience as a dynamic process influenced by various 

factors such as the environment (Luthar et al., 2000).  

Focusing on carers, Windle (2011) postulated the following definition of resilience:  

 

The process of negotiating, managing, and adapting to significant sources of stress or 

trauma. Assets and resources within the individual, their life and environment 

facilitate this capacity for adaptation and “bouncing back” in the face of adversity. 

Across the life course, the experience of resilience will vary. 

 

In the context of being a carer, resilience is an ongoing attempt to adapt to difficulties, 

impacted upon by factors within the individual but also through various external resources. 

Windle and Bennett (2011) postulated a framework of resilience to explore this definition 

(Figure 2). Their framework draws influence from Ecological Systems Theory 

(Bronfenbrenner, 1994), highlighting how carers have resources within their lives and around 

them (e.g., social support in their communities) which can foster resilience. Where there is 

limited access to resources, there could be a negative effect for the wellbeing of the carer, or 

on their experience of fulfilling their caring role (Donnellan et al., 2015; Whelan et al., 

2020).). Resilience is therefore not simply a trait that individuals have but can be influenced 

by external factors such as their social environments (Greve & Staudinger, 2006). 
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Figure 2. Ecological resilience framework (Windle & Bennett, 2011). 

 

This ecological framework of resilience has been explored with carers of people 

living with dementia. Donnellan et al. (2015) interviewed carers, mapping their responses 

onto the framework. Those factors which facilitated resilience included maintaining 

relationships and the person with dementia’s identity prior to the diagnosis, as well as sharing 

their experiences with family and friends, and using societal resources such as respite care 

when required. 

Research into resilience has typically focused on either the experiences of the carer or 

the person with dementia, with little focus on the interactions between the dyad. However, 

Molyneaux et al. (2011) explored this by asking dyads, where one person had dementia, 

about the strategies they implemented to maintain their relationship or sense of couplehood. 
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Couplehood has been defined as the feelings of belonging experienced by partners within a 

relationship (Kaplan, 2001). The relationship prior to dementia influences these feelings of 

belonging following the diagnosis (Wadham et al., 2016). The relationship was equally 

valued by both partners who jointly sought to sustain the relationship, particularly as the 

dementia diagnosis led to an increased amount of time spent together. Conway et al. (2018) 

also conducted dyadic interviews to explore resilience when one person in the dyad had 

dementia. They surmised that couples shared a definition of what it meant to be resilient.  

By interviewing one half of a dyad, the other person’s perspective is lost. When 

interviewing the person with dementia alongside their caring partner or spouse, resilience can 

be explored within the relationship’s context, developing understanding of what it is like to 

live with dementia (Conway et al., 2018). Dyadic interviews promote the generation of ideas 

between the couple which can also support the person with dementia to feel included in the 

narrative that is shared (Grunberg et al., 2021).  

Whilst the ecological framework of resilience (Windle & Bennett, 2011) has been 

researched within the field of dementia (Donnellan et al., 2015; 2019; Whelan et al., 2020) it 

has not been applied to those living with YOD, who may have additional difficulties to 

account for, such as caring for children or employment. Additionally, as the framework has 

only been considered from the perspective of the carer, any role the person with dementia 

may have in facilitating or hindering resilience is not clear, including how the couple jointly 

construct this understanding. It is also not obvious how these resources change or develop 

pre- to post- diagnosis.  

The current study aimed to capture the experiences of cohabiting couples, by 

interviewing them as a dyad, where one person in the couple had a diagnosis of YOD. A 

constructivist grounded theory approach was chosen to investigate what factors facilitate 

resilience within the dyads, and then subsequently exploring the extent to which these factors 
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map on to the ecological resilience framework postulated by Windle and Bennett (2011). The 

framework was further developed with the additional consideration of couplehood and its 

effect on understanding resilience factors. 

 

Method 

Ethical statement 

Sponsorship was obtained from the University of Liverpool (Appendix 9). Ethical 

approval was granted by North West – Greater Manchester East Research Ethics Committee 

and the Health and Research Authority (reference number: 21/NW/0179; Appendix 10) prior 

to participant recruitment. 

Participants 

Participants were recruited via an NHS trust site, a young onset dementia specific 

charity (Young Dementia Network), or via Join Dementia Research. Join Dementia Research 

is a National Institute of Health Research (NIHR) scheme to match people living with 

dementia and carers to appropriate research studies. Both Young Dementia Network and Join 

Dementia Research advertised the study on their websites. 

If recruited via an NHS trust, participants were approached by staff working at this 

site who supplied the study’s poster (Appendix 12) and participant information sheet 

(Appendix 13). The participant then contacted the researcher via email to express their 

interest. Staff were advised to make attempts at purposive sampling by identifying 

participants with a range of experiences related to their dementia to increase the 

heterogeneity of the sample and therefore the rigour of the research. 

One couple were recruited via Young Dementia Network. An additional four couples 

did not match the inclusion and exclusion criteria so were not recruited. This couple were 
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asked if they could identify anyone in their social network who would meet the inclusion 

criteria (snowball sampling). This did not generate any additional participants who could be 

recruited.  

Four couples were recruited via Join Dementia Research. Three of these couples 

initiated contact with the researcher. Over 60 profiles on Join Dementia Research were 

reviewed and contacted to share information about the study following subsequent ethical 

approval of an amended recruitment process. The fourth couple were recruited via this 

method.  

Once a couple expressed their interest, the researcher sent the participant information 

sheet and arranged a time to meet the couple virtually for a 15-minute initial discussion 

which enabled participants to ask questions, and the researcher to check understanding and 

eligibility for the study. Consent was ascertained by exploring this understanding, and 

discussing any benefits or negatives to taking part, including a consideration of what would 

happen to their data. 

Of the six couples identified via the NHS, five contacted the researcher to learn more 

about taking part. Two couples stated they matched the inclusion and exclusion criteria. One 

withdrew their interest following an initial meeting to discuss an interview. The second 

couple consented to their participation and were interviewed. Towards the end of their 

interview, they shared they were no longer a cohabitating couple. Therefore, their data could 

not be included in the analysis and write up as they did not fully meet the inclusion criteria. 

This decision was discussed thoroughly in supervision. Despite the unique perspective this 

couple brought, they could not be included due to the ethical approvals obtained for this 

research. 

Participants were recruited via convenience sampling. For grounded theory, 

theoretical sampling should also be employed to explore newer elements of the emerging 
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analysis (Charmaz, 2014). The fifth couple who were excluded from the analysis were 

recruited via this method to elucidate data regarding future planning.  

The study closed to participants as no new significant codes were identified during 

analysis.  

Inclusion and Exclusion Criteria 

To be eligible for the study, one person in the couple had to have received a diagnosis 

of dementia prior to their 65th birthday, and to have been diagnosed at least six months prior 

to the interview. The couple had to be living together and had to have been a couple for at 

least three years. For the person with YOD, they needed to be able to provide their own 

consent to take part in the study. As interviews were being held online, participants required 

access to a device with a microphone and webcam, as well as a stable internet connection. 

Participants were also required to have an adequate verbal ability to actively take part in an 

interview. 

Couples were excluded from participating if the partner without YOD experienced 

their own cognitive difficulties. For any couple who did not meet the inclusion criteria, the 

researcher carefully explained why and thanked them for their interest. For those who did, a 

date and time for the interview was arranged, at least one week following the initial meeting. 

A total of six couples were interviewed; however, the following excludes data from 

one of these couples. Therefore, the analysis reflects data collected from five couples. 

Participant characteristics are detailed in Table 5. Pseudonyms chosen by participants are 

used in place of their names.  
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Table 5. Participant demographics. 

Pseudonym Age Partner with 

YOD 

Length of Time in 

the Relationship 

Time Since Dementia 

Diagnosis 

John & Vicky 57 & 

48 

John 25 years 3 years 

Ken & Angela 60 & 

55 

Ken 29 years 14 Months 

Shane & Mary 58 & 

58 

Shane 39 years 14 Months 

Basil & Sybil 60 & 

53 

Basil 32 years 3 years 

Fred & Wilma 57 & 

64 

Wilma 27 years 2 years 

 

All participants identified as White British, and all were in a heterosexual 

relationship. Four men and one woman had a diagnosis of YOD. Each couple had been 

together between 25 and 39 years (mean = 30.4 years) and had been diagnosed with dementia 

between 14 months to 3 years previously (mean = 25 months). All participants had retired 

following the dementia diagnosis, apart from Vicky (couple one) and Sybil (couple four) who 

reduced their working hours to help support their partner. 

Data collection  

Each interview occurred on an online video platform (Zoom) and followed a semi-

structured schedule. Interviews were audio recorded to permit transcription and analysis. 

Interviews lasted between 63 minutes to 123 minutes.  

The interview included questions to gather demographic information, experience of 

life before the dementia diagnosis (e.g., describe a time when you had to cope with a 

difficulty or overcome a challenge in your relationship), life following the dementia diagnosis 
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(e.g. what changed for you both afterwards), and ecomapping at two stages (when 

considering life prior to dementia as well as following the diagnosis).  

Ecomaps have been employed in research with people with dementia (Fletcher, 2019) 

and in family caregiving (Rempel et al., 2007). This tool illustrates relationships and 

communities an individual is involved in, as well as aiding triangulation of data when used 

alongside interviews (Manja et al., 2021). An anonymised example of a completed ecomap is 

included in Appendix 14.  

The interview schedule evolved at two time points (Appendix 15). Once following the 

first interview to decrease the number of times participants were asked to construct the 

ecomap (from three to two), and again following interview four to explore additional 

constructed themes. 

Member checks were implemented. All couples consented to receiving a copy of their 

ecomap once complete. Four couples consented to receiving a transcript of their interview for 

feedback and to check for accuracy. All participants expressed approval of the content. They 

did not provide any additional comments. 

Data analysis 

A constructivist grounded theory (CGT) approach was implemented, first developed 

by Charmaz (2000), stemming from Grounded Theory (Glaser & Strauss, 1967). This 

analytical method aids generation of a theory about social processes using inductive and 

iterative investigation (Charmaz, 2014). Themes generated via the CGT method do not solely 

describe these social processes but interpret them, whilst acknowledging interactivity 

between each theme (Charmaz, 2014).  

Since its initial inception, grounded theory has undergone epistemological 

developments away from its positivist paradigm roots (Rieger, 2019). CGT is one such 

development. CGT follows the methodological procedure instructed in the traditional 
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grounded theory approach, allowing for the development of theory grounded in data 

(Charmaz, 2000). Where it diverges is through incorporating aspects of the researcher such as 

their values or experiences, into the analytical process (Mills, Bonner & Francis, 2006), 

therefore adding a constructivist lens to the research process (Charmaz, 2014). 

CGT was considered the appropriate analytical method for this study as, in addition to 

acknowledging the prior knowledge of the researcher, CGT also allows for recognition of 

existing models or frameworks and has been used as such in prior research such as Donnellan 

et al. (2015). Traditional grounded theory approaches do not consider the assumptions 

already held by researchers (Charmaz, 2000). As those in the research team had either clinical 

or research experience with dementia and carers, CGT was deemed the most applicable 

methodology, allowing for the influence of these experiences to be considered from 

development of the interview schedule through to data analysis and interpretation (Appendix 

11 for reflexive statement).  

The first two interviews were transcribed by the lead researcher to begin the process 

of data immersion. The remaining three were transcribed by a university approved 

transcription service. Transcripts were added to QSR’s NVivo 12 (released March 2018) to 

aid analysis. Each interview was read multiple times and reviewed line-by-line to generate 

initial codes. Participant summaries were completed following interviews, focusing on 

individuals within the couple as well as the interactions between the couple. Summaries 

included a visual diagram to depict constructed narratives (Appendix 16). 

Participant recruitment, memo writing, and initial coding occurred simultaneously. 

Following interviews one and two, more time was devoted towards participant recruitment, 

detracting from the analytical procedure at this time point. Without this time dedicated 

towards recruitment, there would not have been subsequent data to analyse. At this point, 
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Join Dementia Research was added as a recruitment site to widen the pool of participants to 

recruit from. 

Initial codes were compared between each interview and new codes were generated 

when appropriate. This process allowed for the development of the interview schedule, such 

as exploring participants’ thoughts around future planning. Memo writing was utilised 

throughout the process of code creation, as well as following each interview.  

Several steps were taken to ensure rigour and trustworthiness throughout the 

analytical process. Research supervision occurred frequently during analysis which aided 

analytical thinking and code development. A subset of the data was analysed independently 

by supervisors and brought to supervision for discussion. A diary of memos was kept which 

was regularly referred to and considerations from this were utilised when developing later 

stages of coding. 

The ecological resilience framework aided axial or focused coding, such as what 

could be identified as individual, community or societal resources present or absent for each 

couple. Initial codes which did not fit into axial codes were also recorded (see Appendix 17 

for a list of codes).  

Focused codes were amalgamated into selective codes through review of the data and 

discussion with supervisors to identify resources which facilitate or hinder resilience. Memos 

created throughout the data collection process were also considered during this process. The 

generated ecomaps allowed for a more in-depth view of community and societal resource 

levels deemed important by participants. 

Attempts were made at theoretical sampling following the initial interviews and code 

creation. Once Join Dementia Research was added as a recruitment site, ethical approval was 

amended to allow for the researcher to initiate contact with potential participants via email 

rather than wait to be contacted. Responses to this study advertisement were few. However, 
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those who did respond shared how they met the criteria for inclusion. From this, couple six 

were recruited. They did not have children, which was an area of interest the coding was 

leading towards (i.e., children as a moderating factor). As all participants did have children, 

couple six were recruited for an alternative perspective. 

Results 

The following analysis builds on and further develops the ecological resilience 

framework by applying this to dyads living with YOD, further developing the original 

framework viewed through the lens of couplehood. Each level of the framework interacts 

with resources within that level as well as additional levels, therefore they are not 

experienced in isolation.  

Participants also referred to resources utilised as individuals in their own right. These 

are not discussed here as this study aims to consider factors relevant to cohabiting couples, 

exploring the interaction between the individual and the couple they are in where applicable. 

These individual factors have been reported elsewhere (e.g., Hanna et al., 2021).   

A total of 356 initial codes were generated across five interviews in an inductive 

process, grounded in the lived experiences of participants, developed through the collection 

of data and analysis through levels of coding.  Per couple, initial codes were amalgamated via 

axial or focused coding under each level of the framework (Appendix 18 for an example), 

condensing this number of codes further. Codes were then compared across couples. See 

Appendix 17 for a full list of codes, many of which were lost between stages of coding. 

Figure 3 shows the developed ecological resilience framework, depicting resources 

deemed most applicable across cohabiting couples living with YOD. The model was 

developed through discussion within the research team and an iterative review of the data. 

The individual level suggested in the original framework (Windle & Bennett, 2011) was 
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renamed the couple level to further clarify these are resources found within couples, not 

individuals within each couple. 

Subthemes were found for each of the three levels of the framework. For theme one, 

the couple level, subthemes incorporated humour, keeping busy, and attitudes or beliefs as 

factors which facilitated resilience. The emotional impact and dementia symptoms were 

hindering factors. For theme two, the community level, social support from friends and peers 

and the availability of family were facilitating resources. Lack of YOD-specific support and 

diminished social networks hindered feeling resilient. At the third level, society, future 

proofing and retirement aided resilience, whereas health care professionals and prognosis 

information negatively impacted on feeling resilient. To maintain resiliency, couples drew on 

resources from different levels. Additionally, resources interacted at different levels of the 

framework, further bolstering or hindering feelings of resilience. 

There were also factors which contributed towards resilience to an extent, at which 

point they became hindering (see moderating factors). At the couple level, this included 

couples’ prior experience of dementia versus information gathering. At the community level, 

this theme included the subthemes of proximity and involvement of children, and supportive 

partner and changing roles. Moderating factors were not found for theme three, referred to as 

the society level.  
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Figure 3. An ecological resilience 

framework for couples living with 

YOD 
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Couple Level 

Hindering factors 

Dementia symptoms. YOD was noticeable in all areas of life as it effected memory, 

vision, and speech production. A loss of independence was keenly felt as a result, due to 

adaptations required, interpreted as needing to surrender to dementia: ‘I do get frustrated with 

Fred and I’ll say “I want to be able to do this. I want to go and see…” “But you can’t.” You 

can’t (Wilma).’  

Couples continually underwent a process of negotiation to identify how best to handle 

the changes occurring in their lives. Dementia symptoms created a power imbalance where 

couples strived to maintain elements of self which existed prior to the diagnosis. Those 

without dementia adapted by promoting their partner’s identity through maintaining their pre-

dementia activities and routines as much as possible (see facilitating factors for further 

commentary).  

The emotional impact of dementia. Couples referred to the shock of being informed 

their difficulties were due to dementia. Couples expected that there was ‘something wrong’ 

but dementia was often their last explanation for this, often due to the age of the person: ‘It’s 

still quite a shock. You don’t expect that sort of thing, especially when you’re 55 years old 

(John).’ 

Adapting to YOD was a continual adjustment process. The emotional impact was felt 

throughout the couple’s lives, either via low mood or anxiety, which was not present prior to 

the diagnosis. Therefore, YOD brought new difficulties into couples’ lives, further testing 

their resiliency: ‘You see people suffering from anxiety and you think, “Oh, what is that?” 
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Well, I know exactly what that is now… (Shane).’ ‘He worries about the most stupid things. 

He really does (Mary).’ 

Couples pre-empted changes they could experience in the future, further adding to 

feelings of anxiety, preventing them from engaging in meaningful occupation (e.g., visiting 

friends). This reduced access to resources which helped to maintain emotional wellbeing 

considered at multiple levels of the framework.  

Facilitating factors 

Attitudes or beliefs. Couples considered their responses to adversities to fall within 

their internal locus of control. Couples did not deny that living with dementia was difficult. 

Instead, they initially allowed themselves time to process the information, and then 

incorporated this into their day-to-day life in a process of adjustment:  

‘You can feel sorry for yourself, but it won’t do you any good… You just get on and 

make the best of it (Basil).’ 

‘I then wait and see what Basil’s reaction is going to be… what I’ve then got to 

change to make sure life is ticking along and his life has not got any less quality in it 

(Sybil).’ 

Partners without YOD felt responsible for supporting their loved one to continue to 

adapt to dementia’s progression over time. They adopted a task-oriented approach to help 

their partner with YOD, particularly when it came to navigating health care systems and 

professionals or the legalities of creating a financially secure future.  

Keeping busy. Couples occupied their time in meaningful ways following medical 

retirement or reducing their working hours to support their partner. By keeping busy through 

hobbies or being an active part of family life, this enabled a sense of normality by 
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maintaining pre-dementia routines. Therefore, continuing with their life as it was pre-

diagnosis was important to couples, as they deemed this as an indication that they were 

coping. 

Keeping busy protected self-esteem by reminding couples that dementia had not 

diminished all their abilities, or by providing a distraction from low mood. For some, if left 

with too much idle time, this negatively impacted upon them as it gave them time to think 

about their changing circumstances:  

‘When I’m on my own is when my head starts going, so I’d quite often turn up [to 

work] and I’d be a bit upset because I had time to think. You just get on. You get on 

with it when you’ve got other things to distract you (Sybil).’ 

Creating a routine was helpful for couples, particularly for the partner with dementia, 

as it created an awareness of what to expect without relying on short-term memory. 

Therefore, a way of coping with difficulty was to maintain or develop their involvement in 

activities, positively impacting on their emotional wellbeing. 

Humour. A significant way of coping or approaching difficult situations was by 

utilising humour: ‘they refer to it up here as a work your ticket type of attitude… I will find 

humour in anything (Fred)’.  

A sense of humour was viewed as a personality characteristic which also existed prior 

to the dementia diagnosis. Laughter became a tool to minimise distress or reduce tension. It 

enabled couples to find the positives in their situation, as well as maintain their evolving 

relationship through the use of shared humour. 
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Moderating factor 

Prior experience of dementia vs information gathering. Previous experiences or 

knowing people with dementia via their social networks was helpful as this provided an idea 

of what to expect in the future, or signposted couples to appropriate first steps following 

diagnosis if they were task orientated. Discussed further at the societal level, when initially 

diagnosed, couples were provided with little information specific to YOD. Couples had to 

gather their own information to fill this gap, either via social network contacts or the internet: 

‘Because you do not know anything about it, you think the worst straight away. You read too 

much. You look at too much… (Shane).’ ‘Oh, I was on the internet every minute – (Mary)’ ‘I 

looked at it at first and I thought, “it is too early...” (Shane).’ 

By having to find and develop their own knowledge of YOD, couples were at risk of 

overwhelming themselves, particularly when this occurred following initial receipt of the 

diagnosis. Couples felt they required some information, but it was difficult to determine how 

much was too much until it was too late. 

Community Level 

Hindering factors 

Diminished social networks. Partners with YOD had reduced social network members 

outside of the family, either through lack of access due to retiring (see societal level) or due 

to friends’ fear of dementia: 

‘They just didn’t come around anymore, did they? It was quite sad actually… they’d 

been friends 30, 40 years… (Vicky).’ 

‘[They] don’t realise there is sort of like a start and a middle, or a mild and a moderate 

like, and it kind of scared them off (John).’ 
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A reduction of this resource meant fewer opportunities to utilise friendships as a 

coping mechanism, through the generation or receipt of social support, negatively affecting 

the person’s emotional wellbeing.  

Partners without YOD had maintained pre-existing relationships generated outside of 

their occupation. However, the nature of these relationships had altered, with more of a focus 

on how the person was coping with their increasing caring role, or instead maintaining 

contact via the phone due to time constraints imposed by caring or Covid-19. Whilst meeting 

with friends was of benefit to the partner without YOD, it also served as a reminder of what 

the person with YOD had lost. Time spent together as a couple increased, or the partner 

without YOD invited their loved one to spend time with their friends. This reduced the time 

spent focusing on the wellbeing of the partner without YOD where this occurred.  

Lack of YOD-specific support. Couples discussed the minimal YOD-specific support 

they had access to (see societal level). Those with YOD wished to find others in a similar 

position: ‘For me, just talking to people with dementia, just to understand what the impact’s 

had on them… we’ve not done any of that… even though it’s now well over a year since I’ve 

been diagnosed (Ken).’ 

Couples did not have opportunities to connect with others living with YOD. Whilst 

not all wanted this, for those who did it was viewed as a detriment. Even when there were 

opportunities to connect via support groups or information sessions, these were aimed more 

generically towards people living with dementia rather than YOD. Couples felt this was not 

specific enough to support them, leaving them feeling patronised, so they did not attend. 

 Where pre-existing YOD support groups were in place, they were mainly attended by 

staff members who imposed the content of sessions on attendees rather than generating this 

with them. Those with YOD who did attend were in the later stages of the dementia and less 

able to take part. Couples came away feeling invalidated and fearful of their future. 
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Therefore, there was a mismatch between the couples’ needs and the resource on offer which 

prevented them from engaging as it detrimentally impacted upon feeling resilient. 

Facilitating factors 

Social support from friends and peers. For those who had access to this, couples 

expressed the significance of speaking with those who were in a similar position to 

themselves. For those who had lost friendships, finding peer support gained importance as 

those also living with dementia could answer questions, provide advice, or validate 

experiences. For the person with YOD, it felt easier to talk to a peer rather than their partner: 

‘… about really personal stuff…they know exactly what’s going on… I always find that 

talking to somebody who’s in a very similar situation seems to help (John).’ 

Partners without dementia who had maintained their pre-existing friendships found 

these relationships valuable in having time for themselves, away from dementia. Friends 

provided social support, depending on the need expressed at the time. However, partners 

without YOD also valued the support gained from others in a dementia-related supporting 

role or social network members with medical knowledge. Access to knowledgeable others 

provided opportunities for learning, reflection, and validation. These benefited the couples’ 

relationships either through respite from each other, or through the application of their new 

knowledge to their situation. 

Availability of family. Even though couples weren’t always in regular contact with 

family, knowing they were available either remotely or in person felt enough to support them: 

‘…our son … he’s not as involved with us but it’s still good to see him… (Ken)’ ‘…they 

usually come here… most Sundays they come here at some point (Angela). 

Maintaining pre-dementia routines which existed outside of employment was an 

important factor in promoting normalcy. Talking with, visiting, or having an active role in 
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family life was key to this, though on the couple’s terms. Those who had pets also viewed 

them as part of the family. Pets were an important aspect in encouraging routine, ensuring 

that couples keep busy by promoting activity.  

Moderating factors 

Supportive partner and changing roles. Couples felt well supported by one another. 

The person with dementia expressed gratitude towards their partner who they viewed as 

resourceful problem solvers who promoted their involvement in activities and tasks they were 

previously involved in. 

Since retirement, the amount of time spent with one another increased, providing 

additional opportunities to enjoy time together. However, couples also recognised a loss of 

independence for the person with dementia, and an increase in time spent checking on them. 

Additional time together also meant increased opportunities to feel frustration and impatience 

with one another. Where this occurred, it was often in relation to symptoms of dementia 

(interacting with the couple level), leaving both parties to feel guilty towards the other. This 

led to a consideration of the roles in which each person in the dyad held and how these had 

changed following the dementia diagnosis:  

‘I think one of the difficult things for Shane as well is releasing things… You have to 

practice things in order to get better at them, but he does not give me the chance 

(Mary).’ 

‘You do not want to think you cannot do a basic thing… (Shane).’ 

‘Well, there are times, Shane, when you cannot, love. Or you can, but it needs to be 

checked… you need to share, is what I am saying (Mary).’ 
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The person with dementia needs to feel ready to relinquish elements of their previous 

role to enable their partner to support them. This was experienced as a reminder of the impact 

of dementia on their lives, negatively affecting their mood.  

Proximity and involvement of children. Four of the five couples had children, the 

majority of which had moved out of the family home and entered their own relationships, 

increasing the overall social network of the couple. Some had their own children, making the 

couple grandparents, a role which was cherished. 

When initially diagnosed, couples kept the dementia diagnosis to themselves, to 

protect their children from distress. However, the secrecy was difficult to maintain. Once 

children were aware of the diagnosis, couples found it helpful to involve them in learning 

about dementia. This became a shared activity, promoting the strength of their relationship. 

However, it was sometimes difficult for children to have the same level of understanding or 

patience as the partner without YOD appeared to display: ‘They try not to get cross with him, 

but they leave the room. “I’m going to kill him, I’m going to kill him,” sort of thing (laughs). 

But it’s keeping him [Basil] involved, so we just keep going (Sybil).’ 

The partner without YOD received the brunt of the frustration as children aimed to 

protect their parent with YOD from this. The partner without YOD also kept this hidden from 

their loved one, and were left trying to minimise the distress of their child.  

Societal Level 

Hindering factors  

Health care professionals during and after the diagnostic process. Numerous medical 

professionals were involved when diagnosing YOD. Whilst receiving a diagnosis was a 



73 
 

shock, this outcome was also partly expected due to the length of time taken and the 

numerous tests involved. 

Receiving the diagnosis developmentally earlier than expected left some to feel they 

were a problem for services: 

‘I got the impression that this second [consultant] was thinking, “he is a burden” 

(Shane).’ 

 ‘A drain on resources if you are diagnosed early (Mary).’ 

‘… “He should not have been told this early. He could have been left and he would 

not have been a drain on the service for maybe another four of five years” (Shane).’ 

This belief was reinforced by the limited support on offer for those with YOD, 

leaving couples unsure of when to approach services for help, or what could be offered to 

them other than medications. When accessing health care for ailments unrelated to dementia, 

health care professionals without YOD knowledge would question why a younger person had 

been diagnosed with dementia. This left couples in a position of having to prove why and 

how they lived with dementia. This was invalidating to both members of the couple who felt 

disbelieved or wondering if they too should question the YOD diagnosis. 

Prognosis information. At the point of diagnosis, couples felt they were provided with 

too little information to support their understanding of dementia and their future. Couples had 

to seek their own information which could be overwhelming. An important part of this 

unspoken conversation with health care professionals concerned the prognosis: ‘I do not 

know if Wilma is going to die tomorrow, or in 10- or 15-years’ time, or in 20-years’ time. I 

have not got a bloody clue, because nobody has told us, or set any expectation (Fred).’ 
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 By not having these conversations, couples were left unable to plan for their futures 

with certainty, including when the partner without dementia may need to consider sourcing 

additional care. They were left concerned for a future they could not plan for.  

Facilitating factors 

Retirement. By leaving the workforce earlier than expected, couples gained access to 

their pensions, providing ongoing financial stability. It also enabled those with stressful 

occupations to leave earlier than anticipated. This interacts with the community level, as 

couples began to spend more time together, as well as adapt and bring forward plans for 

retirement. Adaptations occurred to incorporate dementia, but also due to Covid-19 

restrictions: ‘… when we both said we were retiring, it was like, “oh, we’re going to have lots 

of lovely holidays…” We have had some lovely holidays but not the ones that we thought 

we’d have (Angela).’ 

Traveling was often the focus of their retirement plans, something which couples 

often did prior to dementia, offering periods of normality and respite from their altered 

futures. 

Future proofing. It felt constructive for couples to pursue legal avenues upon 

receiving a diagnosis as a way of securing the future of the partner without dementia: 

‘Heaven forbid, I even started looking at pensions, wills and all that kind of garbage. Just 

because perhaps it is the time to do so (Fred).’ 

It was important for the person with dementia to know that their partner would be 

protected financially through creating a will or signing over their property. It felt equally 

important for the partner without dementia to implement legal systems such as a power of 

attorney to ensure they had an active role in supporting their partner throughout the dementia 
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journey. These legalities helped couples develop feelings of control over an uncertain disease 

progression. 

Discussion 

The current study served to build on and develop Windle and Bennett’s (2011) 

ecological resilience framework for couples living with YOD, addressing a gap in the 

literature by focusing more specifically on couples as well as YOD. Prior research has only 

considered resilience resources from the perspective of one half of the dyad (e.g., Donnellan 

et al., 2015), and dementia diagnosed after the age of 65. However, dementia is a shared 

experience between couples (Davies, 2011) and it is helpful to consider it as such.  

This developed framework focusses on resilience rather than taking a deficit approach 

as existing literature has done. By considering resilience from an ecological standpoint, 

resources have been identified which facilitate or hinder resilience, offering couples and 

those who support them different avenues to consider.  

By interviewing cohabiting couples, a methodologically innovative approach, rich 

narratives were derived, allowing for an investigation of resilience from multiple 

perspectives: the person with dementia, their partner, and the couple as a unit. During 

analysis, codes were homogenised, following a similar methodology to existing dyadic 

research (e.g., Molyneaux et al., 2012). Interviews were conducted during the Covid-19 

pandemic, allowing for a unique exploration of the removal of certain resources, further 

testing resilience (e.g., contact with family and friends).  

Couples attempted to maintain their pre-dementia lives as far as possible by utilising 

different resources, providing evidence for resilience. Whilst some of these resources were 

pre-existing (such as humour or the relationship) there were new ones to draw upon (such as 

peers or access to a pension). The evidence for moderating factors supports the hypothesis 

that resilience is a dynamic process, further evolving the ecological resilience framework 
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which did not report on factors which initially facilitate resilience but then become hindering 

at a certain point. 

At the couple level, qualities such as humour and a person’s beliefs or attitude 

contributed towards resilience. Humour has been shown to help maintain a person’s identity 

and feelings of control (Clarke & Irwin, 2016). Couples indicated humour existed prior to 

YOD. However, they also noted an increase in utility following the diagnosis. When shared 

between a couple, humour aided continuity of a shared identity, eased tensions, and was often 

employed as a response to the difficulties posed by dementia (Hickman et al., 2018). Existing 

literature has shown humour to have a role in coping with emotional distress for couples 

living with dementia (Wadham et al., 2016). Couples living with YOD have emphasised the 

use of humour in promoting the strength of their relationship, increasing their ability to form 

a team against YOD (Bannon et al., 2022).  

Couples coped with the difficulties posed by YOD through keeping busy; continuing 

routines or tasks that were important prior to their diagnosis, producing feelings of normalcy 

which bolstered self-esteem in the face of changing symptoms. It also served as a distraction 

from difficult emotions (a hindering factor at the couple level). Previous research has 

reported that people with YOD use coping strategies such as avoidance to provide relief from 

dementia symptoms, difficult emotions, and the impact of changes in roles within their 

couple (Bannon et al., 2021). The current study moves this finding forward as it does not 

solely focus on the person with YOD but also their partner. For example, if not kept busy, 

partners without YOD had time to ruminate, negatively impacting on their emotional 

wellbeing, potentially affecting the support they provide their partner. Therefore, partners 

without YOD also employ coping strategies such as avoidance of difficult thoughts and 

feelings. 
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Maintaining normalcy in dementia has been found elsewhere. Conway et al. (2020) 

interviewed dyads living with dementia. They defined resilience as efforts to maintain 

continuity, where couples adapted to how tasks were completed rather than which tasks were 

considered. Participating in activities is considered a protective factor against low mood or 

ruminating about YOD (Williamson & Paslawski, 2016) which can also serve to safeguard 

couples’ relationships from the impact of negative emotions (e.g., arguments; Bannon et al., 

2022). Additionally, engaging in meaningful activities serves as a reminder of what a person 

is still able to do when they have experienced loss in other areas (Roach & Drummond, 

2014).  

A person’s prior experience of dementia alongside gathering information about the 

condition facilitated resilience to a point until they were considered hindering. Couples had 

little relevant information upon diagnosis, so sought this out independently, which could be 

overwhelming. Those who did not have access to an expert by experience, or had little prior 

knowledge of dementia, lamented the lack of information imparted to them at the point of 

diagnosis. This factor interacts with the societal level of the framework, i.e., the involvement 

of health care professionals. This finding contradicts previous research which reported that 

people are given too much information at the point of diagnosis. Additionally, people 

expressed a preference for emotional support rather than factual information following 

diagnosis (O’Malley et al., 2021), which was not conveyed in the current study.  

At the community level, the availability of family as well as receiving social support 

from friends and peers facilitated resilience. When discussing familial relationships, couples 

appeared to instigate contact or visits. In Donnellan et al.’s (2017) study of older spousal 

carers of a person with dementia, carers kept family more distant compared to friends. Whilst 

familial support was valued by carers, they also appreciated their independence from them. 

This supports the current study.  
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The current study also diverges from existing research in relation to family support. 

Couples living with YOD who had dependents, i.e., children, valued involving them in 

learning about dementia once they had time to adjust to the diagnosis. Older children moved 

out of the family home to start their own families. This was a moderating factor, as the 

children could negatively impact on the resilience of their parent without YOD when they 

reflected on the symptoms present in their parent with YOD. Poole and Patterson’s meta-

ethnographic review (2022) indicated various psychological and practical impacts of a 

parent’s YOD diagnosis on their children. These included children putting their lives ‘on 

hold’ to help support their parent. This was not found in the current study, with parents 

reporting that their children continued their lives as usual.   

Social support needs changed following a YOD diagnosis. This finding is supported 

by previous research (e.g., Bannon et al., 2022). The loss of pre-dementia friendships, and 

lack of YOD-specific support, were considered hindering factors in the framework. Value 

was placed in seeking those in similar positions to learn from and share experiences. The 

partner without YOD more often reported continuing to receive social support from pre-

existing relationships. It could be surmised that, as a resilience resource, social support serves 

different functions, i.e., emotional or instrumental (Kelley et al., 2017). In existing research, 

people living with YOD have highlighted the importance of community-based support 

(Mayrhofer et al., 2018). Resilience is facilitated when there is access to a resource which 

matches current need (Donnellan et al., 2017). The current study highlighted the limited 

YOD-specific community-based support couples could access; a finding not supported by 

Mayrhofer et al. (2018) who mainly reported on the impact for the person with YOD. The 

current study highlighted how couples wanted a space they could attend together, but also 

offered opportunities to spend time with those in a similar position, i.e., person with YOD or 

a person supporting their partner with YOD.  
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Also at the community level, the support received from partners was experienced as 

helpful, but it was also recognised that the roles held within the couple were in flux. This 

change served as a reminder of the losses incurred due to dementia symptoms, impacting on 

mood and self-esteem (couple level). The support provided by the partner was helpful in 

coping with this if it was not experienced as pushing the person with YOD to make changes 

before they were ready to. Similar findings have been explored elsewhere. For example, 

Molyneaux et al.’s (2012) interviews with couples, where one person had dementia, 

discussed the importance of couplehood. Couples endeavoured to preserve balance within 

their relationships following the diagnosis despite having to incorporate more of a caring role 

towards the person with dementia. A way of doing this was through sharing aspects of coping 

with dementia, such as voicing frustration towards the illness. This strengthened the 

relationship through uniting the couple against dementia. 

Numerous hindering factors were noted at the societal level. Contact with health care 

professionals throughout the diagnostic process and afterwards negatively impacted couples. 

Additionally, the lack of information at diagnosis around prognosis had a lasting negative 

effect. Yates et al. (2021) conducted a systematic review exploring the disclosure of dementia 

diagnoses by health care professionals. Disclosures had a negative emotional impact on the 

person with dementia, their supporters, and the health care professional involved. Carers 

wanted to know more about prognosis, however doctors found this difficult to provide as they 

attempted to balance honesty with hope, despite carers wanting openness. O’Malley et al., 

(2019a) also considered the delivery of a YOD diagnosis. They highlighted that the 

experience of receiving a YOD diagnosis was significantly impacted upon by the language 

employed by health care professionals, such as the use of jargon or clinicians who were 

unable to hold the conversation with a calming demeanour. In the current study, couples felt a 

YOD diagnosis caused difficulties for services which they inferred through the manner or 
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language used by health care professionals during diagnostic or follow-up appointments. This 

has implications for how able people living with YOD feel to use the structures that are 

ultimately set up to support them. 

There were facilitating resources at the societal level, but these were fewer in 

comparison to other levels. Retiring from work aided resilience through access to a pension 

and increased contact with significant relationships (community level) or valued activities 

(couple level). Completing legal processes such as creating a power of attorney or a will 

helped couples to plan for an uncertain future, allowing the person with YOD to support their 

partner at a time they may be less able to. Financial stability has been reported in previous 

studies. For example, access to monetary resources allowed for maintenance of lifestyles 

prior to dementia, including being able to afford holidays which could provide respite 

(Conway et al., 2020). This interacts with the couple level of the framework, allowing 

couples to engage in meaningful activities, occupying their time. 

Strengths and limitations 

Previous research has focused on the carer of the person with dementia. A strength of 

the current study’s methodology was in interviewing dyads, allowing for multiple 

perspectives to be communicated while generating a shared understanding. Couples derive 

benefit from discussing difficulties together (Molyneaux et al., 2012). Exploring resilience 

following a YOD diagnosis allowed for this. This is the first study to the author’s knowledge 

which explores this topic for cohabiting couples living with YOD. 

This strength could also be considered a limitation. Interviewing dyads can introduce 

challenges such as one person in the pair offering more information than the other, the 

increased possibility of tangential responses, and participants being willing to engage in 

conversations which could result in disagreements, potentially rupturing the relationship 

(Szulc & King, 2022). By exploring difficult events and their impact as a dyad, members of 
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the couple may wish to appear more socially desirable through careful editing of their 

responses so as not to upset their partner (Conway et al., 2020). This has been noted in 

previous dyadic research, where couple’s responses were indicative of their relationship style, 

e.g., one more articulate than the other (Molyneaux et al., 2012). In the current study, 

narratives were further developed as the person with YOD could be supported by their 

partner to recall their shared histories. Dyadic methodology lends itself to the generation of 

ideas during an interview, developing the quality of the data produced through the sharing of 

narratives (Morgan et al., 2013).  

This method has been utilised elsewhere. Kvalsvik and Øgaard (2021) compared 

responses from individual interviews against dyadic interviews when recruiting older adults. 

They surmised that whilst individual interviews provided rich data on their topic, dyadic 

interviews resulted in an increased number of themes developed from the data, potentially 

due to a higher number of total participants recruited. They hypothesised this was also due to 

interview responses which included the views of the collective (i.e., the dyad) as well as the 

individuals within the dyad. However, respondents in individual interviews gave more 

personal information in comparison to the dyads. Only two of their eight dyads were 

cohabitating couples, so these conclusions were based on a range of relationship types, 

including strangers. Therefore, the use of cohabiting dyads in the current study may have 

minimised the risk of reduced openness from participants, as couples had been in their 

relationships for an average of 30.4 years.  

The analytical process enacted constant reflexivity. Initial codes and the original data 

were revisited during the creation of further coding levels. The researcher’s memos were 

consulted when selecting final coding. Levels of the framework were reviewed on multiple 

occasions during research supervision. The generation of ecomaps allowed for data 

triangulation which was of utility when considering the community and societal levels, 
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adding to the strength of this study. However, there was no involvement of experts by 

experience during the analytical process due to time constraints which would have improved 

rigour. 

A key limitation was in the recruitment process. Efforts were made to introduce 

theoretical sampling, however, recruiting couples proved difficult. Various attempts were 

made to expand the number of recruitment sites to reach more people with YOD. However, 

being interviewed as a dyad may have been daunting. Additionally, interviews were 

conducted via the internet, automatically excluding those could not access this resource. The 

number of couples recruited were fewer than anticipated despite efforts to increase 

accessibility of the research.  

Those who were recruited could have been considered more resilient than those who 

did not wish to take part as they were actively seeking out research opportunities. 

Additionally, even though recruitment was nationwide, all participants were White British. 

Therefore, the perspectives of other cultures have been missed. Furthermore, in most couples, 

it was men who were diagnosed with YOD. This does not represent those who develop 

dementia in their lifetime (65% women; Prince et al., 2014). However, grounded theory 

approaches try to identify important categories for consideration rather than aim to be 

generalisable across all people living with dementia.  

Fewer resources were noted at the societal level in comparison to the couple and 

community levels. This may reflect the questions asked during the interview which did not 

draw out enough consideration of these resources. However, this has also been reported in 

previous studies (e.g., Donnellan et al., 2015). It may also be an impact of interviewing 

couples during a pandemic, where access to particular resources were diminished due to 

government legislation. 
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Clinical Implications 

Utilising a resource-based approach exposes several areas to consider clinically. At all 

three levels of the framework, couples discussed the diagnostic process and access to 

information, including signposting to support in the community. Focusing on the societal 

level, health care professionals need to clearly inform people on the diagnostic pathway of 

what to expect and the time frame this could encompass, including a thoughtful consideration 

of the language they use to communicate a diagnosis of YOD. If indicated, pre-diagnostic 

counselling or information sessions would be useful, impacting on the couple level of the 

framework. Services should look to develop their post-diagnostic support offer for people 

with YOD, involving them in the process to ensure the support is relevant and suitable, 

supporting people living with YOD at the community level. 

When supporting a person with YOD, their wider social network should also be 

considered (i.e., community level). Some will have less access to this for various reasons. 

Ecomapping is one useful tool to explore this at the point of assessment.  

For those living with a partner who becomes their main supporter, clinicians may help 

them by discussing future changes due to the dementia and consider when they may require 

further assistance in their caregiving journey. Clinicians should not automatically consider a 

partner a ‘carer’ as this change of identity comes following adaptation. 

If diagnosed with YOD, providing information around prognosis is important 

(discussed at the societal level). As it is a diagnosis with an emotional impact (see couple 

level), more than one session may need to be offered to discuss care planning. Putting this 

into clinical practice has implications for health care and social services who need to respond 

to growing demand (Alzheimer’s Society, 2019). However, NICE guidelines for supporting 

people with dementia (National Institute for Health and Care Excellence, 2018) recommend 

utilising care co-ordinators, a named clinician within health care teams responsible for co-
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ordinating care. This model has been implemented in dementia-specific services across the 

UK (e.g., Bristol Dementia Wellbeing Service, 2021). Even with supportive services in place, 

offering couples clarity regarding the prognosis of dementia remains difficult as the 

progression of dementia can be unique to each individual, making estimates of life 

expectancy variable (NICE, 2021). 

During conversations with people living with YOD and their partner, clinicians could 

consider exploring coping mechanisms such as distraction techniques as these could become 

problematic, e.g., avoidance of problems which may cause difficulties in the future. This may 

be a helpful topic to explore during post-diagnostic support sessions, where people living 

with YOD can discuss this with their peers. 

Psychological therapies to support low mood or core beliefs which impact on 

perceptions for the future may be indicated. Involving the partner of the person with YOD 

would be helpful, with consent. Dyadic interventions after diagnosis can support the 

communication styles used by couples when discussing the emotional implications of YOD 

(Wawrziczny et al., 2014). Individuals within the couple may face their own challenges so 

may benefit from separate therapeutic interventions, as suggested in NICE guidelines (2018). 

However, as indicated in the current study and elsewhere, some difficulties and concerns are 

shared between members of the couple and would be better supported by a couples-based 

therapeutic intervention, such as a consideration or development of coping strategies (Popok 

et al., 2022). Offering life story work post-diagnosis may help to promote the identity of the 

person with YOD, as well as the identity they share within their couple.  

Suggestions for Future Research 

Future research may look to develop the ecological resilience framework further. For 

example, an identified factor at the community level involved children. However, this would 

not be applicable to those who are childless. Families without children are increasing in 
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number, or those with children may not be in close proximity to them (Ageing Well Without 

Children, 2019). Research could consider what resources they may be more likely to draw 

upon.  

The current study interviewed dyads who were romantic partners. Partners account for 

26% of dementia carers, whereas children equate to 40% (NHS Digital, 2010). Therefore, 

research could investigate the framework with children who care for a parent with YOD. 

The current study was cross-sectional, exploring resilience-related factors at one point 

in time. The study identified that the process of being resilient is dynamic and subject to 

influence at multiple levels (couple, community, and societal). Future research would benefit 

from a longitudinal approach to exploring resilience in couples living with YOD. 

Conclusions 

Factors which facilitate or hinder resilience were found for all levels of the ecological 

resilience framework initially hypothesised by Windle and Bennett (2011). The framework 

was applied to couples living with YOD, further developing the model through the 

perspective of couplehood. Some factors supported resilience, but only to a point where they 

then had a hindering effect, acting as moderating factors. The developed framework 

highlights numerous areas in which couples living with YOD can be supported to aid their 

dementia journey, helping them to have the best quality of life possible. 
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Appendix 4. Inclusion Exclusion Criteria. 
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Appendix 6. Data Extraction Tool. 
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Appendix 7. Process of Code Generation for Thematic Synthesis. 
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Appendix 8. Which Papers Contribute to Themes. 

Theme Paper 

A shrinking social world 2 - Parkinson et al. (2020) 

4 - Orpin et al. (2014) 

5 - Nay et al. (2015) 

7 - Mackenzie (2006) 

8 - Anderson et al. (2017) 

Impact on wellbeing 1 – West & Hogan (2019) 

5 - Nay et al. (2015) 

Sharing as a way of caring 1 - West & Hogan (2019) 

3 - Gibson et al. (2019) 

4 - Orpin et al. (2014) 

6 - Carpentier et al. (2008) 

7 - Mackenzie (2006) 

8 - Anderson et al. (2017) 
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Appendix 12. Study Poster. 
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Appendix 14. Ecomap Example. 
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Appendix 16. Example of Emerging Narrative – Appendix Edited to Ensure 

Participant Anonymity. 
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