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ABSTRACT
Objectives: The dyadic relationship of people living with dementia and their family carers is highly 
relevant when considering the stability of home-based care arrangements. There is a solid body of 
research that covers issues related to dyadic relationships. However, a synthesis of qualitative research 
is missing. Therefore, the aim of this review is to give an overview of the dyadic relationship, with the 
leading research question of what influences the dyadic relationship and how it can be maintained 
during the trajectory of the disease.
Methods: We performed an umbrella review of qualitative literature on the basis of thematic synthesis 
and used the SoCA-Dem theory as a theoretical framework. Literature searches in the databases 
PubMed (MEDLINE), CINAHL, Scopus, and PsycInfo were performed from July to September 2020, 
additional papers were included until September 2022. We searched without timeframe restrictions 
and considered publications in English or German.
Results: After a systematic database search, resulting in 1325 records, we included 12 reviews. Five 
analytical themes and 11 subthemes were identified. The analytical themes were ‘change in the rela-
tionship’, ‘activities to maintain the relationship’, ‘continued togetherness’, ‘home as a place for enacting 
relationship’, and ‘influencing factors’.
Conclusion: The dyadic relationship is a complex and multifaceted phenomenon. It is characterized 
by family carers’ attempts to continue togetherness using different strategies and is mainly influenced 
by the quality of the premorbid relationship and the mindset of the family carer.

Introduction

Worldwide, there are over 55 million people living with demen-
tia, and this number is expected to reach 78 million by 2030 
(Gauthier et al., 2021). Most people with dementia live at home 
(Rothgang et al., 2010; World Health Organization, 2012) and 
desire to stay in their familiar environments for as long as pos-
sible (von Kutzleben et al., 2012). ‘Ageing in place’ is related to 
a sense of autonomy, connectedness to people and places and 
social inclusion; all of this is associated with a higher quality of 
life (O’Rourke et al., 2015; Pinkert et al., 2021; Wiles et al., 2012).
Driven by the motivation to assist their loved-ones to stay at 
home, over the course of dementia mainly family members 
assume the often challenging carer role. They provide emo-
tional support, practical supervision and care, serve as gate 
keepers between the informal and formal support systems, 
and manage care arrangements that are often complex (Nolan 
et al., 1996; Zigante, 2018). Family carers strive to ‘keep things 
in balance’ (Esandi et al., 2018) while they adjust to ongoing 
changes and changing needs (Quinn et  al., 2015). In these 
dynamic processes, giving care does not necessarily have to 
be associated with negative consequences such as burden and 
depression (Etters et al., 2008; Miller et al., 2020) but can also 
be perceived as positive and rewarding (Cheng et al., 2016; Yu 
et al., 2018). Most family carers are the spouse or a child of the 
person with dementia, hence they often perceive care 

responsibilities as a natural continuation of their long-standing 
dyadic relationship with the person with dementia (Etters et al., 
2008; Miller et al., 2020; Cheng et al., 2016; Yu et al., 2018). The 
‘Stability of home-based care arrangements for people living 
with dementia’ (SoCA-Dem) theory provides a framework for 
family carers’ strategies to create stable home-based care 
arrangements, and one of the key concepts that influence sta-
bility is the dyadic relationship (Köhler et al., 2021). According 
to the SoCA-Dem theory the kinship relation, the living situa-
tion and in particular the quality of the dyadic relationship—
which is associated with a strong commitment to the carer 
role—have an impact on the stability of a home-based care 
arrangement. Relationship quality depends on whether the 
family caregiver and the person with dementia succeed to 
negotiate role changes and power shifts throughout the care 
trajectory and to maintain reciprocity and affection over the 
course of dementia (Köhler et  al., 2022; Köhler et  al., 2021). 
Depending on the prior history of the two care partners—
between loving affection and possible conflicts—the carer role 
can range from a relatively uninvolved care manager to a pri-
mary carer providing hands-on care (Fletcher, 2021). Therefore, 
the premorbid relationship quality seems to be an important 
aspect when assessing the current relationship (e.g. Clark et al., 
2019; Steadman et  al., 2007). Relationship quality plays an 
important role regarding diverse aspects of giving care, 
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including the management of behavioural and psychological 
symptoms of dementia (Luiu et al., 2020).

In a first search concerning dyadic relationship, it turned out 
that there are many studies on this topic, both single studies 
and literature reviews. Therefore, the aim of this umbrella review 
is to synthesize the qualitative literature about the dyadic rela-
tionship between family carers and people with dementia; the 
main focus is on what influences the dyadic relationship and 
how the relationship and relationship quality can be maintained 
throughout the disease trajectory.

Methods

This publication has been generated as a part of the eDEM-CON-
NECT project. As methodology, we chose an umbrella review 
to present the pooled literature results (Biondi-Zoccai, 2016; 
Hunt et al., 2018). We decided to focus on qualitative reviews 
because qualitative studies not only describe influencing fac-
tors related to dyadic relationships but also illuminate the com-
plex processes in their formation and shed light on the meaning 
of relationship changes for the persons involved.

As mentioned in the introduction, the SoCA-Dem theory 
conceptualizes the dyadic relationship of the family carer and 
the person with dementia as a key concept in the attempt of 
family carers to create and maintain the stability of their care 
arrangement. Therefore, we chose the SoCA-Dem theory (Köhler 
et al., 2021) as a theoretical frame and starting point for the 
analytic procedures in this umbrella review .

Search strategy

The international scientific literature was searched from July to 
September 2020 using the following databases: PubMed (MEDLINE), 
CINAHL, Scopus, and PsycInfo. Afterwards, we installed search alerts 
for every database and continually screened for new publications 
up to September 2022. IH created three search clusters related to 
the research aim: ‘dementia’, ‘relationship’ and ‘qualitative literature 
review’ (see Table 1 as an example), which were adapted to the 
unique conditions for different databases. HS and KK checked the 
strategy for completeness. One term (spous*) was added.

Additionally, we scanned the reference lists of the identified 
reviews and other relevant papers.

Eligibility criteria and study selection

The literature search was conducted without timeframe restric-
tions. We included reviews of qualitative and mixed studies 
published in peer-reviewed journals. The content focus had to 

be on the dyadic relationship between family carers and people 
with dementia living at home. Reviews of inpatient or nursing 
home settings were excluded.

The search results were imported into EndNote X9®. After 
removing duplicates, titles and abstracts were screened by one 
author (IH). Because in the title and abstract screening the deci-
sions regarding the inclusion or exclusion of records were very 
clear and without doubts, we decided not to involve an addi-
tional author. This is an approved option to save resources, for 
example in rapid reviews (Tricco et al., 2015).

Full texts were obtained for all reviews considered to poten-
tially meet the inclusion criteria. Full texts were independently 
screened by IH and HS for eligibility using a quality appraisal 
tool developed by von Kutzleben et al. (2012). The tool checks 
the reviews’ relevance to answer the research questions of this 
umbrella review, and it appraises the methodological quality of 
the reviews. Those reviews considered borderline and those that 
were the subject of disagreement were discussed until consen-
sus was reached. No reviews were excluded because of quality 
deficiencies. The used quality checklist as well as the results of 
the appraisal can be obtained from the corresponding author.

Data extraction and synthesis

We extracted the following data: authors, year of publication, 
country, type of review, research aim/question, search strategy, 
number of included studies, theoretical frame, analysis methods, 
quality appraisal, perspective(s) investigated (dyad, family carer, 
person with dementia, combined), kinship relation and the 
results and conclusions connected to dyadic relationships.

To generate results and conclusions, we performed a three-stage 
thematic synthesis (Thomas & Harden, 2008). IH and HS inde-
pendently analysed the included reviews. The SoCA-Dem theory 
(Köhler et al., 2021) served as a framework for the analysis. The first 
step, ‘line-by-line coding’, was executed with a deductive coding 
scheme based on selected concepts of the SoCA-Dem theory 
(change, balancing, carer roles, mental resources and their connec-
tion to dyadic relationship). These deductive codes were enriched 
with inductively produced codes. In mixed studies reviews, only the 
qualitative results were analysed. IH and HS discussed the results of 
the ‘line-by-line coding’, and the ‘descriptive themes’, and afterwards, 
the ‘analytic themes’ were discussed with researchers from the SoCA 
team and with researchers familiar with the topic of dyadic relation-
ships. For all analyses we used the software tool MAXQDA 2020.

Results

The initial search identified 1325 records. After removing dupli-
cates and after the screening processes, 11 reviews were initially 

Table 1.  PubMed Search.

#1 DEMENTIA
Linked with OR

#2 RELATIONSHIP
Linked with OR

#3 QUALITATIVE LITERATURE REVIEW
Linked with OR

dementia [MeSH Terms] Relation* [Title] review [Title/Abstract]
dementia [Title] connect* [Title] Synthesis [Title/Abstract]
Alzheimer* [Title] closeness [Title] meta-study [Title/Abstract]
demented1 [Title]1 mutuality [Title] meta-ethnography [Title/Abstract]

reciproc* [Title]
intima* [Title]
couple* [Title]
“family dynamics”[Title]
partnership [Title]
spous* [Title]

#1 AND #2 AND #3
1Even though the term demented is seen as problematic, it was included so that older publications would not be excluded.
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included (Figure 1). With the installed search alerts, we identified 
one additional publication (Albert et  al., 2022) which was 
included in May 2022. In sum, twelve publications were included 
in the analysis.

Review characteristics

The characteristics of the included reviews are summarized in 
Table 2.

Six reviews were carried out in European countries (4 UK, 1 
Denmark, 1 Switzerland), five in Australia and one in Brazil. Ten 
reviews analysed solely qualitative studies, and two reviews, 
Ablitt et  al. (2009) and Conway et  al. (2018), included mixed 
studies. The number of single studies included in the reviews 
ranged from 9 to 31 and included a total of at least 127 different 
studies. Braun et al. (2009) did not report the exact number of 
studies included. Sixteen single studies were included in 3 or 
more of the reviews (Table 3). Thirteen single studies were 
included exactly 2 times. Ninety-eight single studies were 
included in only 1 of the reviews. The study most often included 
(8 times) is Hellström et al. (2016a).

The 12 reviews included in this umbrella review reported the 
sample sizes and sociodemographic data of the study partici-
pants almost exclusively in tabular form for the individual stud-
ies. With one exception (Pozzebon et al., 2016) there was no 
aggregated presentation at the review level. The type of demen-
tia and the duration of the care trajectories were only men-
tioned in 8 of the included reviews, and these descriptions were 
very brief and heterogeneous. Overall, people with Alzheimer’s 
dementia, vascular dementia, young onset dementia and other 
forms of dementia and in all stages of the disease were repre-
sented in the review samples.

The perspective investigated by the reviews was usually a 
dyadic one and almost exclusively an investigation of the rela-
tionship of couples or spouses. Only La Fontaine and Oyebode 

(2014) stated that they examined whole families, and Ablitt et al. 
(2009) examined parent-child relationships in addition to cou-
ple relationships.

Thematic analysis

From the synthesis of the content related to dyadic relation-
ships, we identified 5 analytic themes and 11 subthemes 
(Table 4).

Change in the dyadic relationship
The first analytical theme is change in the dyadic relationship. 
Changes threatened the relationship and the sense of togeth-
erness: ‘The changes and losses that accompanied dementia 
impacted on the […] marital relationship in many different ways 
and challenged the partnership, closeness and togetherness 
that the couple shared.’ (Evans & Lee, 2014, p. 346).

One subtheme, the change in the person living with 
dementia, was mostly caused by a reduction in capabilities 
(Conway et  al., 2018; Holdsworth & McCabe, 2018a, 2018b; 
Pozzebon et al., 2016) and in behavioural changes (Ablitt et al., 
2009; Evans & Lee, 2014; Gopinath et al., 2018; Holdsworth & 
McCabe, 2018b; Pozzebon et al., 2016). From the perspective of 
the family carer, these changes resulted in the loss of partner 
(Conway et al., 2018; Evans & Lee, 2014; Gopinath et al., 2018; 
Holdsworth & McCabe, 2018b; La Fontaine & Oyebode, 2014; 
Pozzebon et al., 2016; Wadham et al., 2016) because the identity 
of the person with dementia had changed. As one study noted, 
‘Some spouses were troubled by the changes caused by demen-
tia, feeling that their partner was becoming a stranger to them.’ 
(Evans & Lee, 2014, p. 341). The changes in the person with 
dementia were characterized as small in the beginning of 
dementia and larger in advanced stages (Egilstrod et al., 2019; 
Evans & Lee, 2014), with the diagnosis being an important 
inflection point with a negative impact (Ablitt et  al., 2009; 

Figure 1.  Flowchart of the identification, screening and inclusion of reviews.
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Conway et al., 2018; Evans & Lee, 2014). As one study noted, ‘In 
response to the dementia diagnosis (and the subsequent expe-
rience of fulfilling the carer role) carers perceived there to be an 
increase in responsibilities and demands […], and this contrib-
uted to feelings of burden and dependence (Quinn et al., 2008; 
Molyneaux et al., 2012; Conway et al., 2018, p. 1632)’. However, 
the impact of the diagnosis can also be perceived as positive, 

for example because it clarifies and finally names what the fam-
ily is dealing with (Evans & Lee, 2014).

The changes in the person with dementia result in role 
changes where the family carer tries to compensate for deficits 
and the relationship converts from a partner to a caring rela-
tionship (Albert et al., 2022; Braun et al., 2009; Conway et al., 
2018; Egilstrod et al., 2019; Evans & Lee, 2014; Gopinath et al., 

Table 2.  Characteristics of the included reviews.

Authors Focus
Included 
studies

Perspectives stated by 
authors Kinship relation Main findings

Ablitt et al. (2009)
UK

Influence of dementia on 
relationship and 
influence of prior 
relationship on present 
relationship

31 predominantly family 
carer, dyadic, person 
with dementia

predominantly 
couples, adult 
children, siblings

Dementia causes different declines in different aspects related to the 
relationship such as reciprocity. Some aspects, such as love, 
emotional warmth, closeness, and affection, can remain positive. 
The ability to maintain togetherness is crucial for the experience 
of both members. The authors propose a theoretical framework 
in which the quality of the prior relationship influences the 
relationship after dementia onset.

Albert et al. (2022)
Brazil

sex and sexual intimacy in 
couple relationship

9 dyadic, family carer couples Sex is a part of the dyadic relationship between couples. Four key 
themes are identified: addressing dementia and sex; challenges 
to maintaining sexual intimacy; forms of sexual expression; and 
the desire to be seen as a sexual being.

Braun et al. (2009)
Switzerland

Dyadic perception of 
relationship change 
caused by dementia

unknown dyadic couples Different factors such as gender and affection in the prior 
relationship influence the relationship, the care and the 
wellbeing after the onset of dementia. The authors highlight that 
the dyadic perspective and the perspective of the person with 
dementia is often neglected.

Conway et al. (2018)
Australia

Influencing factors on 
relationship quality

17 dyadic, family carer couples, 1 adult child The continuity of togetherness is based on a positive and strong 
prior relationship. Qualitative themes which influence the 
relationship positively or negatively include the following: 
connection to the carer role, identity of the person with 
dementia, current efforts to maintain the relationship 
connection, the dyad’s response to dementia

Egilstrod et al. (2019)
Denmark

Spouses experiences and 
changes

15 family carer couples The findings show how spouses struggle with everyday challenges 
and highlight strategies such as adapting to changes that are 
used from prediagnosis through the progression of dementia up 
to thoughts about the future.

Evans and Lee (2014)
Australia

Impact of dementia on 
relationship

19 not explicitly stated couples Dementia causes a profound change on a marital relationship which 
induce couples to start a transformation process. The impact is 
subdivided in two major themes of 1) transition and loss and 2) 
effects at the level of the individual and of the couple. Traditional 
roles are challenged, and new roles have to be assumed. 
Communication, reciprocity and intimacy is also challenged and 
causes confusing feelings in the family carer, but they try to hold 
on for as long as they can.

Gopinath et al. (2018)
UK

Interaction of couplehood, 
home and dementia

29 not explicitly stated couples Home has an important role in maintaining the habitus and the 
continuity of the relationship by locating and supporting the 
performance of (adapted) everyday relationships and domestic 
practices. Home actively constitutes a resource for the 
performance of normalcy and coupledom.

Holdsworth and 
McCabe (2018a)

Australia

Influence of later onset 
dementia on 
relationship, intimacy 
and sex

13 dyadic, family carer, 
person with dementia

couples Dementia has a significant impact on the dyadic relationship and the 
shared identity of the couple. The findings demonstrate that the 
family carer as well as the person with dementia work to 
maintain the identity and self-esteem of the person with 
dementia. Dementia impacts communication, reciprocity, 
affection, and sexual activities and leads to a feeling of losing the 
coupledom.

Holdsworth and 
McCabe (2018b)

Australia

Influence of early onset 
dementia on 
relationship, intimacy 
and sex

11 dyadic, family carer, 
person with dementia

mixed (couples, adult 
children, siblings)

Themes with an influence on relationship, intimacy and sex include 
the following: changes in roles and responsibilities, declines in 
relationship quality (communication problems), changes in 
identity and self-esteem, increasing social isolation and 
loneliness, negative or positive change in intimacy and changes 
in sexual activities. The changes are complicated by delays in 
obtaining a diagnosis and the shortage of age-related 
information and support service for people with EOD.

La Fontaine and 
Oyebode (2014)

UK

Reciprocal influences of 
family relationships 
and dementia

11 dyadic family Four superordinate themes are identified: 1) ‘a shared history’ 2) 
‘negotiating the impact of dementia upon the relationship’ 3) 
‘openness and awareness’ 4) ‘shifting sands’.

Pozzebon et al. (2016)
Australia

Experiences of partners of 
person with dementia 
with a focus on 
relationship

16 family carer couples Dementia is experienced by family carers in a relational context. Five 
descriptive themes are identified with the central theme of the 
loss of partner, including, among other things, the dyadic 
interaction and relationship quality. The others are 
acknowledging change, being in crisis, adapting and adjusting, 
and accepting and moving forwards

Wadham et al. (2016)
UK

Experiences of partners of 
person with dementia 
with a focus on 
relationship

10 dyadic couples For couples with dementia, connection and attunement are 
important and supported their resilience and coping strategies. 
Their sense of shared coupledom is crucial. Four overarching 
themes emerged, which highlight couples’ efforts to 1.) maintain 
the sense of togetherness 2.) manage shifts in balance and power 
within their relationship, which can impact both partners’ sense 
of identity 3.) maintain the empathy and sensitive attunement 
between couples as they work to protect each other’s sense of 
role and identity 4.) enhance the resilience couples demonstrate 
in the face of great fear, uncertainty and hopelessness.
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2018; Holdsworth & McCabe, 2018a, 2018b; La Fontaine & 
Oyebode, 2014; Pozzebon et al., 2016; Wadham et al., 2016). This 
is linked to a shift to more responsibilities for the family carer 
(Wadham et al., 2016), which can eventually lead to the family 
carer’s feeling of being trapped in their role (Conway et al., 2018; 
Holdsworth & McCabe, 2018b).

The last subtheme was dyadic changes, which are also 
mostly connected with negative consequences such as ‘declines 
in reciprocity, communication, opportunities for shared activi-
ties and happiness in the relationship’ (Ablitt et al., 2009, p. 499). 
The reduced reciprocity (Ablitt et al., 2009; Conway et al., 2018; 
Evans & Lee, 2014; Gopinath et al., 2018; Holdsworth & McCabe, 
2018a, 2018b; Pozzebon et  al., 2016; Wadham et  al., 2016) 
resulted in the carer feeling that they were ‘becoming an “I” 
rather than a “we”’. (Wadham et al., 2016, p. 467). The shared 
identity is perceived as being lost, and the spousal carers no 
longer have the feeling of being in a marriage (Egilstrod et al., 
2019; Evans & Lee, 2014; Holdsworth & McCabe, 2018b; La 
Fontaine & Oyebode, 2014; Pozzebon et al., 2016; Wadham et al., 
2016). Intimacy and sexual activity changed (Albert et al., 2022; 
Braun et  al., 2009; Conway et  al., 2018; Egilstrod et  al., 2019; 
Evans & Lee, 2014; Gopinath et al., 2018; Holdsworth & McCabe, 
2018a, 2018b; Pozzebon et  al., 2016) or the need for it was 
repressed (Albert et al., 2022). While most reviews report less 
intimacy and sexual activity, some report an increase in affec-
tion (Braun et al., 2009; Holdsworth & McCabe, 2018a; Wadham 
et  al., 2016) and closer emotional bonds: ‘Conversely, other 
familial carers […] showed a trend towards a closer emotional 
bond to the care recipient now than in the past’ (Braun et al., 
2009, p. 429). These changes are accompanied by or result in 
negative feelings in the family carer (Albert et al., 2022; Conway 
et  al., 2018; Egilstrod et  al., 2019; Gopinath et  al., 2018; 
Holdsworth & McCabe, 2018a, 2018b; La Fontaine & Oyebode, 
2014; Pozzebon et al., 2016; Wadham et al., 2016) and some-
times in the person with dementia (Wadham et al., 2016), such 
as sadness, anger or shame, and a feeling of hopelessness about 
their future life (Pozzebon et al., 2016).

Activities to maintain the dyadic relationship
The second analytical theme identified is activities to maintain 
the dyadic relationship. These activities are mostly performed 

by family carers. However, the effort of the person with 
dementia to protect and acknowledge their partner is also 
apparent (Evans & Lee, 2014; Holdsworth & McCabe, 2018a; La 
Fontaine & Oyebode, 2014; Wadham et al., 2016): ‘People with 
dementia wanted to protect their partner and avoid being a 
burden to them’ (Wadham et  al., 2016, p. 469). Maintaining 
identity is a further subtheme. The reviews showed 3 different 
categories of maintaining identity. The first category is the aim 
of the family carer to preserve the identity of the person with 
dementia (Albert et  al., 2022; Conway et  al., 2018; Gopinath 
et al., 2018; Holdsworth & McCabe, 2018a, 2018b). This seems 
to have a strong connection to relationship quality. The main 
strategy to support identity is to involve the person with 
dementia in daily activities or domestic routines (Ablitt et al., 
2009; Conway et al., 2018; Egilstrod et al., 2019; Evans & Lee, 
2014; Gopinath et  al., 2018; Holdsworth & McCabe, 2018a; 
Pozzebon et  al., 2016). As one study noted, ‘This was often 
demonstrated in attempts by partners to keep the PWD [person 
with dementia] involved in everyday tasks and previously 
enjoyed activities, as these were strong sources of identity 
(Hellström et  al., 2005; Merrick et al., 2016; Molyneaux et  al., 
2012; Holdsworth & McCabe, 2018a, p. 12)’.  The second category 
of maintaining identity is that the family carer struggled to keep 
their own identity by continuing their own activities and roles 
(Albert et al., 2022; Conway et al., 2018; Egilstrod et al., 2019; 
Evans & Lee, 2014; Gopinath et al., 2018; Holdsworth & McCabe, 
2018b; La Fontaine & Oyebode, 2014; Pozzebon et  al., 2016; 
Wadham et al., 2016). Holdsworth and McCabe (2018a) stated 
that family carers neglected their own identity by focusing 
solely on the person with dementia. In addition to the preser-
vation of individual identities, the shared identity is also import-
ant for the dyadic relationship (Wadham et al., 2016). Examples 
of suggested activities for maintaining a shared identity are to 
stay involved with each other during common activities (Evans 
& Lee, 2014) and daily routines (Gopinath et al., 2018), but also 
to be mentally prepared by considering the disease as a part of 
ageing, to be prepared for changes (Holdsworth & McCabe, 
2018a) and to remember positive experiences shared in the past 
(Pozzebon et al., 2016; Wadham et al., 2016). Most reviews high-
light that time apart from each other focusing on their own 
identity is as important to keep the dyadic relationship as the 
time spent together.

Table 3. E mpirical studies most often included in the reviews identified in this umbrella analysis.

Included Reviews  
Empirical studies

Ablitt 
et al. 

(2009)

Albert 
et al. 

(2022)

Braun 
et al. 

(2009)

Conway 
et al. 

(2018)

Egilstrod 
et al. 

(2019)

Evans and 
Lee 

(2014)

Gopinath 
et al. 

(2018)

Holdsworth 
and McCabe 

(2018a)

Holdsworth 
and McCabe 

(2018b)

La Fontaine 
and 

Oyebode 
(2014)

Pozzebon 
et al. 

(2016)

Wadham 
et al. 

(2016)

Atta-Konadu et al. (2011) X X X
Boylstein and Hayes (2012) X X X
Daniels et al. (2007) X X X X
Davies et al. (2010) X X X
Davies (2011) X X X X
Ducharme et al. (2013) X X X
Harris (2009) X X X
Hayes et al. (2009) X X X
Hellström et al. (2005) X X X
Hellström et al. (2016a) X X X X X X X X
Massimo et al. (2013) X X X
Molyneaux et al. (2012) X X X X X
O’Shaughnessy et al. 

(2010)
X X X X

Robinson et al. (2005) X X X
Svanström and Dahlberg 

(2004)
X X X X X

Vikström et al. (2008) X X X
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For maintaining the relationship, it is important for family 
carers to reconstruct the dyadic relationship and adapt 
to the ongoing changes (Albert et al., 2022; Egilstrod et al., 
2019; Evans & Lee, 2014; Holdsworth & McCabe, 2018a; La 
Fontaine & Oyebode, 2014; Pozzebon et al., 2016; Wadham 
et al., 2016). As one study noted, ‘They tried to sustain their 
marital relationship by letting their partner continue with 
social and household chores (Boylstein & Hayes, 2012), 
thereby distancing their marriage from the illness as a way 
of reconstructing their marriage (Hellström et  al., 2016a)’ 
(Egilstrod et al., 2019, p. 547). Similarly, a strategy to recon-
struct the dyadic relationship was to externalise dementia 
(Conway et al., 2018; La Fontaine & Oyebode, 2014; Wadham 
et al., 2016), and that was closely connected to the dyad’s 
standing together against ‘the dementia’ (Conway et  al., 
2018; Evans & Lee, 2014; Wadham et al., 2016). Another strat-
egy for reconstructing the dyadic relationship was practicing 
balancing needs. Family carers balance different aspects, for 
example, their own needs and the needs of the person with 
dementia (Conway et  al., 2018; Egilstrod et  al., 2019), or 
safety and independence (Egilstrod et  al., 2019; Gopinath 
et  al., 2018; Wadham et  al., 2016); they also may need to 
anticipate and avoid conflicts (Egilstrod et  al., 2019; 
Holdsworth & McCabe, 2018a; La Fontaine & Oyebode, 2014; 
Pozzebon et al., 2016). Furthermore, another strategy is tak-
ing it day by day (Egilstrod et  al., 2019; Holdsworth & 
McCabe, 2018a; La Fontaine & Oyebode, 2014).

Continued togetherness
The third analytical theme is continued togetherness. If the 
maintenance of the relationship by the family carer is success-
ful, a continued togetherness arises and can result in an 
increased wellbeing in both the family carer and the person 
with dementia (La Fontaine & Oyebode, 2014). Continued 
togetherness is shown in managing together, for example, 
managing dementia together (Conway et al., 2018; Egilstrod 
et al., 2019; Evans & Lee, 2014; La Fontaine & Oyebode, 2014) 
as conceptualized in a shared journey, indicating that the fam-
ily carer and the person with dementia were travelling the 
dementia journey together (Evans & Lee, 2014; Pozzebon et al., 
2016). This is accompanied by a feeling of continued reciproc-
ity or mutuality (Ablitt et  al., 2009; Holdsworth & McCabe, 
2018a; La Fontaine & Oyebode, 2014; Wadham et al., 2016), 
where the person with dementia is also an important player. 
Common activities such as shared routines enjoyed by both 
are another option to show and manage togetherness (Braun 
et al., 2009; Conway et al., 2018; Egilstrod et al., 2019; Evans & 

Lee, 2014; Gopinath et al., 2018; Holdsworth & McCabe, 2018a, 
2018b; La Fontaine & Oyebode, 2014; Pozzebon et al., 2016; 
Wadham et al., 2016). The care partners framed the caring as 
a part of their continued relationship, and with some adapta-
tions, they continued as normal for as long as possible (Braun 
et al., 2009; Conway et al., 2018; Evans & Lee, 2014; Gopinath 
et  al., 2018; Holdsworth & McCabe, 2018a; La Fontaine & 
Oyebode, 2014).

Open communication is, on the one hand, an indication 
of continued togetherness and, on the other hand, a prereq-
uisite for it (Conway et  al., 2018; Egilstrod et  al., 2019; 
Holdsworth & McCabe, 2018a; La Fontaine & Oyebode, 2014; 
Pozzebon et al., 2016). As one study noted, ‘Furthermore, open 
communication and managing things together was a feature 
of couple relationships reflected in their discussions about 
their lives together’ (La Fontaine & Oyebode, 2014, p. 1258).

It is very important to maintain togetherness, and there-
fore, the relationship is an emotional connection or bond. It 
seems that some family carers succeed in maintaining the 
emotional connection and keep a close relationship (Ablitt 
et  al., 2009; Conway et  al., 2018; Gopinath et  al., 2018; 
Holdsworth & McCabe, 2018a; La Fontaine & Oyebode, 2014; 
Pozzebon et al., 2016) because they share, for instance, activ-
ities and routines (Gopinath et al., 2018; Pozzebon et al., 2016; 
Wadham et al., 2016).

Home as a place for enacting relationship
The fourth analytical theme identified was home as a place 
for enacting relationship. The home (mainly of the person 
with dementia) is the place where people live, stay in contact 
with each other and enact their relationship. Therefore, the 
home is very important for maintaining continuity and nor-
malcy in daily life (Gopinath et al., 2018). As one study noted, 
‘Our findings suggest that “home,” as a context that locates 
couples’ lives  (Roseneil, 2006) is central to understanding how 
the couple and each partner may engage with and respond 
to gradual changes’ (Gopinath et al., 2018, p. 31).

Influencing factors
The fifth and final analytical theme is the set of influencing 
factors on how maintaining relationship can be successful: 
the premorbid relationship and a positive mindset in the fam-
ily carer. The prior or premorbid relationship quality and the 
common history of both care partners determines the actual 
relationship quality (Ablitt et  al., 2009; Braun et  al., 2009; 
Conway et al., 2018; Holdsworth & McCabe, 2018a; La Fontaine 
& Oyebode, 2014; Pozzebon et al., 2016; Wadham et al., 2016). 
In particular, dyads with a positive premorbid relationship and 
many mutual benefits see their current relationship as a con-
tinuation of a past commitment or an integral part of their 
long-term relationship (Braun et  al., 2009; La Fontaine & 
Oyebode, 2014; Pozzebon et al., 2016; Wadham et al., 2016). 
Furthermore, where a negative shared history has shaped the 
past, dyads reflected on the difficulties evident in their current 
relationship (La Fontaine & Oyebode, 2014, p. 1257). The pos-
itive mindset of the family carer depends on both the pre-
morbid and present relationship quality and on the positive 
motivation to care for the person with dementia (Ablitt et al., 
2009; Wadham et al., 2016). Conversely, a positive mindset can 
strengthen the relationship. As one study noted, ‘A positive 
mindset enabled them [the dyad] to focus on preserving 

Table 4.  Summary of analytical themes and subthemes.

Analytical themes Subthemes

Change in the dyadic relationship Changes in the person living with dementia
Role changes
Dyadic changes

Activities to maintain the dyadic 
relationship

Efforts of the person with dementia
Maintaining identity
Reconstructing the dyadic relationship

Continued togetherness Continued managing together
Open communication
Emotional connection

Home as a place for enacting 
relationship

Influencing factors Premorbid relationship
Positive mindset
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whatever remaining aspects of shared companionship they 
had’ (Pozzebon et al., 2016, p. 551).

Discussion

This umbrella review aimed to synthesize published evidence 
with regard to the dyadic relationship of people with dementia 
and their family carers. For this purpose, we integrated the 
results of 12 reviews. In the analysis, 5 analytic themes and 11 
subthemes were identified. The results illustrate that changes 
in the dyadic relationship, such as role changes and reduced 
reciprocity, mainly caused by the declining abilities of the per-
son with dementia, drive the family carer into activities to main-
tain the relationship. If the family carer succeeds, a sense of 
togetherness continues. The premorbid relationship and the 
mindset of the family carer substantially influence success. If 
the premorbid relationship was characterized by love and trust, 
then the motivation to take over care is more likely to be posi-
tive, as is the mindset of the family carer. The mindset can also 
be positive if somebody is already naturally inclined to be pos-
itive-minded and resilient. If the family carer is able to see the 
care and the changes over time as a continuation of the dyadic 
relationship and if he or she is able to integrate it into the normal 
daily routines, then the dyadic relationship stays positive and 
can be prolonged during the progression of dementia.

The results of this umbrella review support the SoCA-Dem 
theory (Köhler et al., 2021) and highlight the concept of dyadic 
relationship as fundamental to the stability of home-based care 
arrangements. Our results are in line with single studies not or 
not yet included in reviews. For example, Gallagher and Beard 
(2020) found that dementia is perceived by community-dwell-
ing dyads as a common challenge with the aim of keeping roles 
and having shared outlooks, approaches and activities. The 
focus is more on the togetherness rather than on differences 
and deficits. In another paper, Gallagher and Rickenbach (2020) 
identified four major themes related to couplehood-changes: 
positive mindset, later life roles, transitions, and looking towards 
the future—which are similar to our results. A recent study by 
Köhler et al. (2022) also emphasized the importance of the pre-
morbid relationship with regard to the perception and negoti-
ation of roles and role changes in the current relationship. Shim 
et al. (2012) stated that family carers with a present negative 
relationship also described their past relationship with negative 
terms. These carers reported feeling a significant burden as well. 
Meanwhile, those family carers who described their past and 
their present relationship in loving terms expressed a satisfac-
tion with caregiving and were not highly burdened. In a quan-
titative analysis, Steadman et al. (2007) show that premorbid 
relationship satisfaction is associated with perceptions of feel-
ing burdened, reactions to the behaviour of the person with 
dementia and problem-solving skills. Therefore, premorbid 
relationship quality seems to have a significant influence on the 
current relationship and also on the stability of the care 
arrangement.

Another interesting point is that to succeed in continuing 
togetherness, not only the commonalities but also the sepa-
rated activities of each member of the dyad are important to 
keep. Therefore, with separate hobbies, the identities of the 
person with dementia and of the family carer, as well as the 
common identity, contribute to the maintenance of a dyadic 
relationship. Popok et al. (2022) emphasized the unique expe-
riences and views of both care partners and concluded that 

couple-based as well as individual psychosocial interventions 
are needed to support adaptation processes and well-being.

Even if most of the reviews included in this umbrella review 
stated that they researched a dyadic perspective, in fact, the 
perspective on the dyadic relationship was predominantly rep-
resented by the perspective of family carers, who were the 
informants for most primary studies. In a qualitative synthesis 
from 2020, the perspective of people with dementia on social 
connections in general was analysed (Birt et al., 2020). The find-
ings show that people with dementia need help to present 
themselves and consequently also to maintain their identity.

Future research

The current research on dyadic relationships has primarily 
focused on couple relationships. However, intergenerational 
relationships such as adult-child (Chen et al., 2017; Ward-Griffin 
et al., 2007) or adult-grandchild (Venters & Jones, 2021) are also 
affected by dementia. Because the themes and subthemes pre-
sented in this umbrella review were generated from reviews 
that included studies on couples, it is conceivable that specific 
themes and subthemes are more relevant for couples than for 
other dyadic constellations. For example continuing together-
ness may be more important for couples who lived intertwined 
lives for decades than for children who are the carers but not 
the life-partners of the person with dementia. Therefore, sup-
port for the dyadic relationship could have a greater impact on 
the stability of the care arrangement of couples than in adult-
child relationships. Other research points out that the experi-
ences of couples were different from that of children or others 
because caring for a parent may be perceived by the carer as 
just another responsibility among many others, such as caring 
for own children or doing a job (DeCaporale et  al., 2013; 
Macdonald et  al., 2020). For spouses, the caring role can be 
especially psychologically demanding (Clark et  al., 2019). 
Consequently, future research on relationships should differen-
tiate between couples and adult-child or other relationships. A 
further point is that people with dementia often have or need 
a network of people supporting them. Therefore, the classical 
dyad should be broadened to whole family networks (Esandi 
et al., 2021) who can have different typologies (Neubert et al., 
2022) and who act in diverse cultural, societal and socio-eco-
nomical contexts.

Regarding couples, there is a good body of knowledge on 
dyadic relationships and their meaning for the care situation. 
For future research, it is important to better involve the perspec-
tive of people with dementia, to better investigate other kinds 
of relationships and to broaden the focus on whole care net-
works with different strategies to respond to dementia.

Limitations

Due to time and resource restrictions but in line with rapid 
review methods (Tricco et al., 2015), title and abstract screening 
was conducted by just one author. By limiting our umbrella 
review to reviews of qualitative studies, aspects of the relation-
ship explored in quantitative reviews might be overlooked, and 
the overall picture might have been different if we had included 
both review types. There is consensus that giving care and how 
the carer role is enacted is influenced by social and cultural 
context factors (McAllum et al., 2021; Roes et al., 2022). Most 
authors of the included reviews live in Western countries; 
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therefore, our results might be influenced by a Western per-
spective, and their validity in other social and cultural contexts 
is debatable.

Conclusion

This umbrella review provides a comprehensive synthesis of 
published qualitative evidence on dyadic relationships between 
family carers and people living with dementia. The findings 
highlighted the dyadic relationship as a multifaceted phenom-
enon that is significantly characterized by family carers’ attempts 
to continue togetherness with the person with dementia 
through different strategies. The dyadic relationship is mainly 
influenced by the quality of the premorbid relationship and the 
mindset of the family carer. For dyadic interventions, it is crucial 
to understand the meaning and way family carers try to main-
tain the relationship. The focus of the included reviews is on 
couples’ relationships from the perspective of the family carer. 
This aspect seems to be well researched. Other kinds of rela-
tionships, such as adult-child or friends, as well as the perspec-
tive of the person with dementia, need more attention in the 
future. Furthermore, the view should be broadened to the 
whole family and its dynamics.
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