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Summary of the MRP portfolio

Section A

A review of the literature on psychological interventions for couples living with dementia.
Findings indicated significant variation in interventions, with a lack of focus upon couple
dyads, and theoretical or empirical basis. There was also significant variation in outcome
measures, with a lack of focus upon dyadic relationship constructs. Interventions were found
to have positive effects upon both individual and dyadic relationship outcomes, including
mood, quality of life, communication, and coping. Future research could explore how couples
cope together living with dementia, to further understanding of how interventions could be

developed to meet their needs.

Section B

A qualitative study which explored dyadic coping in couples living with dementia. Nine
spouse couple dyads were interviewed together. Framework analysis of the data identified six
main themes. Findings offed an understanding of ways in which couples cope with living

with dementia, involving both individual and shared dyadic appraisals of stress and coping,
discussed within the context of theoretical models of dyadic coping. Themes also suggested
factors that may influence dyadic coping. This study significantly adds to a paucity of
research investigating dyadic coping in couples living with dementia, and has implications

for future research and clinical practice.

Section C

Appendix of supporting material.
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PSYCHOLOGICAL INTERVENTIONS FOR COUPLES LIVING WITH DEMENTIA

Abstract

Dementia is not experienced in isolation, with difficulties often initially identified by the
system around the person. There is increasing recognition of the need for psychosocial
support following diagnosis, both for those receiving the diagnosis and those close to them.
However, the majority of interventions have focused upon caregivers individually, with
people with dementia often excluded. Nevertheless, a growing number of studies have
provided interventions for both people with dementia and their family caregivers. This review
aimed to explore the literature on psychological interventions for couple dyads living with
dementia. A systematic search of six electronic databases and relevant reference lists
identified 17 papers. There was significant variation in interventions, with a lack of both
focus upon the couple dyad and theoretical or empirical basis. There was also significant
variation in outcome measures, with a lack of focus upon dyadic relationship constructs.
Interventions were found to have positive effects upon both individual and dyadic
relationship outcomes, including mood, communication, relationships, and coping. It may be
important for future research to further explore how couples cope together living with
dementia, to further understanding of how interventions could be developed to meet their

needs.

Keywords couple dyad, dementia, psychological intervention.
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Introduction

The term dementia describes a syndrome (a group of associated symptoms) resulting
from usually progressive or chronic brain damage caused by certain diseases. The most
common cause of dementiaA$zheimer’s disease (accounting for 62% of dementia
diagnosesjAlzheimer’s Society, 2013). However, there are a number of other subtypes,
including vascular dementia, dementia with Lewy bodies and frontotemporal dementia
(Prince et al., 2014). Symptoms of dementia vary between individuals and subtypes, but often
include decline in cognitive functioning (including memory, executive functioning, language
and orientation), and changes in mood (such as sadness, anxiety or frustration), behaviour
(such as an increase in unusual or repetitive behaviours) and physical functioning, including

sleep and appetite (Alzheimer’s Society, 2013).

The prevalence of dementia in the overall UK population is 1.3%, rising to 7.1% for
people aged 65 and over (Prince et al., 2014). By 2025, the number of people with dementia
in the UK is predicted to be over one million (Prince et al., 2014). Dementia is oree of th
main causes of disability amongst older people, and is a priority for global public health
(World Health Organisation, 2012). Although there is currently no cure for dementia, the
National Dementia Strategy (NDS) suggested that early diagnosis can be helpful in providing
people with care and support, enabling them to ‘live well with dementia’ (Department of
Health [DoH], 2009). A number of models of dementia have been used to inform
understanding, with the dominant medical model characterised by neurological deterioration.
However, this has been criticised for neglecting the personal and interpersonal, including

psychological and social factors (Kitwood & Bredin, 1992).
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The psychological impact of dementia

Making a diagnosis of dementia can be seen as a social process which places the
person within a new stigmatised social group (Husband, 1999). The loss and stigma
associated with a diagnosis of dementia may result in experiences of apathy, shame, loss of
self-efficacy, social isolation and withdrawal (Bender & Cheston, 1997; Bond & Corner,
2001; Gwyther, 1997; Harman & Clare, 2006; Husband, 2000; Katsuno, 2005). Emotional
responses to receiving a diagnosis of dementia may include denial and lack of insight
(manifested by avoidance strategies), grief reactions and emotional crises (manifested by the
expression of anger, fear, sadness or despair), or positive coping (manifested by optimism
and maximising opportunities) (Aminzadeh, Byszewski, Molnar, & Eisner, 2007). People
with dementia may experience psychological distress related to life changes and losses,
including frustration, worry, anxiety and depression (Logsdon et al., 2010). However,
personal meanings of dementia are likely to be influenced by the social system surrounding

the person with dementia (Bond & Corner, 2001).

The relational impact of dementia

Dementia is not experienced in isolation, with difficulties often initially identified by
the system around the person (Kitwood & Bredin, 1992). Due to the often progressive nature
of dementia, people affected typically become increasingly dependent upon support from
those around them, with many people with dementia living at home with partners or other
family members (Alzheimer’s Society, 2013). According to the NDS, over 500,000 family
members care for a person with dementia in England (DoH, 2009). Some family caregivers
describe positive aspects of caring for someone with dementia, such as feelings of
accomplishment, which may increase wellbeing (Carbonneau, Caron, & Desrosiers, 2010).

However, family caregivers of people with dementia may face a number of challenges,



4
PSYCHOLOGICAL INTERVENTIONS FOR COUPLES LIVING WITH DEMENTIA

including changes in their relationship with the person with dementia, which may result in
feelings of grief and the development of new roles (Almberg, Gsais& Winblad, 1997
Kneebone & Martin, 2003). Many studies have documented high levels of stress, depression,
anxiety and physical iliness in family carers of people with dementia (Gallagher-Thompson et

al., 2000).

The impact of dementia on spouse partners

The impact of dementia may be even more prominent when the person providing care
is the spouse or partner of the person with dementia, due to a loss of intimacy, companionship
and shared meanings (Rankin, Haut, & Keefover, 2001). Spouse partners may, therefore,
experience more relationship strain due to caregiving than other types of carer such as adult
children (Pinquart & S@nsen, 2011). Spouses’ experiences have involved feelings of loss,
and a dichotomy of connectedness and separateness, where partners still see themselves as a
member of the couple and perceive continuity in the relationship, but also experience an
increasing sense of separateness from their partner due to a loss of shared activities and
understanding (Almberg et al., 1997; Kneebone & Martin, 2008h&ghnessy, Lee, &

Lintern, 2010).

The impact of dementia upon couple relationships

A growing literature on the impact of dementia on couple relationships has described
a reduction in reciprocity, intimacy, shared activities and emotional support, associated with
decline in verbal communication and a negative effect upon couples’ experiences, including
feelings of hopelessness and loneliness (Baikie, 2002; Balfour, 2014; Svanstrom & Dahlberg,
2004). A greater loss of intimacy and communication has been associated with less

interaction, and quicker movement into residential care and death for the person with
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dementia (Balfour, 2014). However, it has been suggested that some relational aspects may

be preserved, such as affection and closeness (Ablitt, Jones, & Muers, 2009).

The concept in the literature of ‘couplehood’ suggests that couple dyads may be
motivated to work together to sustain their relationship, described as ‘sustaining couplehood’
and ‘maintaining involvement’ (Hellstrém, Nolan, & Lundh, 2007; Merrick, Camic, &
O’Shaughnessy, 2016). Couples may develop strategies to sustain their lives together, such as
mutuality, normalising, sharing and reframing experiences (Ablitt et al., 2009; Molyneaux,
Butchard, Simpson, & Murray, 2012; Wadham, Simpson, Rust, & Murray, 2016).
Furthermore, focusing upon these strength and relationship-based concepts may be useful in
the development of psychosocial interventions to support couples’ adjustment and coping

(Molyneaux et al., 2012; Wadham et al., 2016).

Conceptualisations of coping with dementia

Coping with dementia has generally been conceptualised at an individual rather than a
relational level, primarily focused upon caregivers, with the voices of those with dementia
often unheard (Braun et al., 2009; Molyneaux et al., 2012). Models of coping with dementia
have mainly focused upon caregiver stress in spouse partners, and individual coping, based
on a transactional model suggesting that stress arises from the transaction between an
individual and their environment (Lazarus & Folkman, 1984; Pearlin, Mullan, Semple, &
Skaff, 1990; Tremont, 2011Although some models consider couple relationships in the
context of coping with dementia, these have been seen as strains to be managed individually,

rather than as something shared by couple dyads (Judge, Menne, & Whitlatch, 2010).

Sociologists have used the term dyad to mean a group of two people, with the term

dyadic referring to their interaction (Simmel, 1950). Sociological theorists have suggested
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that dyadic relationships qualitatively differ from other types of groups as dyads are distinct
units, with each element or person dependent upon and responsible to the other (Simmel,
1950). The concept of dyadic coping, a stress communication process involvitgcoup
shared appraisals of stress and coping has recently been explored, including in couples coping
with chronic iliness (Berg & Upchurch, 2007; Bodenmann, 2005; Foxwell & Scott, 2011;
Regan et al., 2014). It has been suggested that, as dementia is often associated with
progressive cognitive decline, dyadic coping theories may not be applicable to couple dyads
living with dementia (Martin, Peter-Wight, Braun, Hornung, & Scholz, 2009). It is therefore
important for future research to explore coping in couples living with dementia, within the
context of theoretical models of dyadic coping (Braun et al., 2009). This may inform the
development of psychosocial interventions to support and enhance couples’ adjustment and

coping.

Psychosocial interventions for people with dementia and their caregivers

There is increasing recognition of the need for psychosocial support following such a
life changing diagnosis, with people with dementia emphasising the value of social support
(Bunn et al., 2012; Whitehouse, Frisoni, & Post, 2004). The pioneering work of Kitwood
(Kitwood & Bredin, 1992) introduced the concept of ‘personhood’, the principles of person-
centred care that recognise people with deméntalse, individuality, perspective,
relationships, and interactions with others. Currently, these principles underpin best practice
guidelines for supporting people with dementia and their caregivers in health and social care
settings (National Institute for Health and Care Excellence (NICE), 2006). BPS guidelines
(2016) suggest psychological interventions should be provided to people with dementia and
family members, including systemic couple or family therapy, to promote adjustment and

coping.
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However, empirical literature on interventions for people with dementia and their
caregivers has mainly focused upon caregivers individually, particularly on ways to relieve
their stress and burden, such as support groups, whilst excluding people with dementia
(Pinquart & Srensen, 2006; Whitlatch, Judge, Zarit, & Femia, 2006). Therefore, NICE
evidence-based guidelines (2006) recommend access to psychological interventions for
‘carers’, but suggest limited involvement of people with dementia. Where interventions have
been offered to people with dementia, the majority have been pharmacological, intended to
delay the progress of dementia (Leifer, 2003). Nevertheless, a growing number of studies
have investigated psychosocial interventions for dyads of both people with dementia and their

family caregivers (Whitlatch et al., 2006).

Previous reviews of psychosocial interventions for dyads of people with dementia and

their family caregivers

Three previous reviews have explored psychosocial interventions for dyads of people
with dementia and their family caregivers (Moon & Adams, 2013; Rausch, Caljouw, & van
der Ploeg, 2017; Van’t Leven et al., 2013). All reviews suggested that psychosocial
interventions for people with dementia and their caregivers may have positive benefits, but
highlighted the overall poor quality of studies (Moon & Adams, 2013; Rausch et al., 2017;
Van’t Leven et al., 2013). Both Moon & Adams (2013) and Van’t Leven et al. (2013)
included a broad range of interventions, including cognitive stimulation, skills training,
nursing case management and occupational therapy. Rausch et al. (2017) included
psychosocial interventions for people with dementia and their caregivers; however, the
review only included clinical trials, narrowing the scope for exploring participants’
experiences of psychosocial interventions (Rausch et al., 2017). Furthermore, all previous

reviews made no specific selection of the type of dyad included in the review, such as spouse
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partners or adult children of participants with dementia, with Rausch et al. (2017) suggesting

this be taken into consideration in future research.

Rationale for current review

The literature suggests that psychosocial interventions for dyads of people with
dementia and their family caregivers may be beneficial. However, the scope of psychosocial
interventions included in previous reviews was very wide, resulting in a lack of clarity as to
which may provide positive benefit. Furthermore, little attention has been paid to potential
differences between different types of family caregiver dyads, such as spouse partners or
adult children, despite it being known that their experiences of coping with living with
dementia differ (Pinquart &&ensen, 2011; Rankin et al., 2001). There is therefore a need
for a more focused review, both in terms of the type of intervention and type of dyad

included. Furthermore, it is currently unclear to what extent interventions are dyadic.

This review thus aimdto explore psychological interventions for couple dyads living
with dementia, including studies which provided interventions to both members of the dyad,
whether together or separately. Throughout this review, the term ‘couple dyad’ will be used
to refer to people with dementia and their spouse or partner, and the term ‘partner’ will be

used to refer to spouses or partners of people with dementia.

This review ainedto answer the following research questions:

1. To what extent are psychological interventions for couple dyads living with dementia
dyadic (in terms of intervening with couples as a dyad and considering dyadic

relationship factors)?
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2. How have psychological interventions for couple dyads living with dementia been
found to impact both individual outcomes (for each person in the dyad) and

relationship outcomes (for couple dyads), such as adjustment and coping?

Methodology

A traditional literature review was conducted to narratively synthesise findings

regarding psychological interventions for couple dyads living with dementia.

Literature search

Systematic literature searches were performed to identify relevant papers written in
the English language and published in a peer-reviewed journal from any date up to October
2016 using the following electronic databases: CINAHL, Cochrane Library, Medline,
PsycINFO, Science Direct and Web of Science. The following search terms were combined:
(dementia OR Alzheimer) AND (intervention OR training OR therapy OR support OR
counselling) AND (couple OR dyad OR spouse OR husband OR wife OR wives OR partner
OR married). Reference lists of relevant papers were examined to identify any additional

relevant papers.

The literature search yielded a total of 1542 papers once duplicates were removed.
The titles and abstracts were examined to see if the article was related to the topic of the
literature review. For relevant papers, or those papers where it was not clear from the title
and/or abstract whether the study met the review inclusion criteria (in Table 1), articles were
obtained in full. In accordance with the Cochrane Handbook for Systematic Reviews of
Interventions, multiple reports of the same study were included and linked together
(Cochrane Collaboration, 2011). Full-text articles were obtained for 164 papers, of which 17

met the inclusion criteria (in Table 1).
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Table 1

Inclusion and exclusion criteria of papers for tbgiew

Inclusion criteria

1) Participants consisted of dyads
containing pairs of individuals of any age
comprising one person who had received
diagnosis of dementia (of any type and
length of time since diagnosis) and their
spouse or partner (married or unmarried,
heterosexual or homosexual). In studies
where other types of dyadic relationship
were also represented (e.g. people with
dementia and their child as caregiver), mc
than 70% of the sample needed to consis
spouse/partner dyads to be included.

Exclusion criteria

1) Participants consisted of dyads

containing pairs of individuals where
neither person had received a diagnosis ¢
dementia, or, where one person had rece
a diagnosis of dementia, but less than 70
of their study partners were their spouse (
partner, such as their children or other
relatives, or where the type of dyad was n
stated.

2) A dyadic intervention was provided -
designed for and delivered to both memb:
of each couple dyad, either together or
separately, with both people active
participants in the intervention.

2) Interventions were provided to both
members of the couple, but the main
evaluated intervention was designed for g
delivered to one member of the dyad only
(usually study partners of participants witk
dementia), and/or where the other membg
of the dyad (usually participants with
dementia) was delivered an intervention
(such as a music or exercise activity) sole
to provide respite to their study partners
who received their intervention at the sam
time.

3) Interventions were evaluated through
data collection and analysis (using either
guantitative or qualitative methodology) fc
both members of each dyad.

3) Interventions were simply described in
terms of their process without any form of
data collection and analysis (quantitative
qualitative).

4) The intervention used a psychological,
psychotherapeutic or counselling approac
(for multi-component interventions this
must apply to at least one component),
including psycho-educational and/or
psycho-social support groups.

4) Interventions used approaches other th
psychological, psychotherapeutic or
counselling as the sole component,
including: cognitive
rehabilitation/stimulation, multi-disciplinar
case management, occupational therapy,
music or exercise.

The study selection process, including numbers of studies identified, screened,

included and excluded can be found in Figure 1.
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2264 records identified 15 additional records
through electronic literature identified through other
database searching sources

A A

1542 records after duplicate:

removed
1542 records screened 1378 records excluded
_ /147 full-text articles excluded
164 full-text articles assesse as follows:
for eligibility

68— Not dyadic intervention
(participants with dementia
not active participants)

41- Not psychological,
psychotherapeutic or
counselling intervention

12— Majority of >70% dyads
not spouse/partners

10- Conference abstract onl
(no full-text)

7 — Review paper

4 — Full-text not written in
English

3 — Intervention not evaluatec

o ) 2 — Not all dyads contained
17 studies included in one person with a diagnosis «

literature review narrative dementia
synthesis K /

Figure 1.Studies identified, screened, included and excluded for the review
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Data extraction and analysis

The quality of the 17 included papers was analysed through the creation of a ‘data
extraction’ form (in Appendix A), based on a checklist for data extraction in the Cochrane
Handbook for Systematic Reviews of Interventions (Cochrane Collaboration, 2011). This
considered the following areas: source, methods, participants, interventions, outcomes, results

and miscellaneous. Included papers and data extracted from them can be found in Table 2.

Of the 17 papers that met the inclusion criteria for the review, one was a mixed
methods study (randomised controlled trial (RCT) and qualitative), ten were quantitative
studies (six RCTs and four quasi-experimental) and six were qualitative studies. In
aacordance with the Cochrane Handbook for Systematic Reviews of Interventions (Cochrane
Collaboration, 2011), all included studies were not scored using scales but were critiqued
according to published criteria: the Critical Appraisal Skills Programme (CASP) (2014)
checklists, the Cochrane Handbook for Systematic Reviews of Interventions (Cochrane
Collaboration, 2011), the NICE (2012) quality appraisal checklist for quantitative
intervention studies, and Mays and Pope (2000) criteria for assessing quality in qualitative

research.
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Table 2

Papers included and reviewed

Author, year

Design, methodology, analysis ani Sample size and characteristics

Intervention (kind; type; brief description

Main findings

& country outcomes and setting; facilitator)
Alm, - Qualitative— single case study - 4 spouse couple dyads (N=8) - Dyad together Four categories described couples’
Hellzen, and design - PWD - age range #38; 75% male; - Psycho-educational and psycho-social experiences:
Norbergh, - Semi-structured interviews (joint mild dementia on MMSE (100% support group, twice monthly, 9120 1. Knowledge about the disease
(2014). and individual) Alzheimer’s) minute sessions at municipal support 2. Sense of comfort and support (Affecte
Sweden. - Content analysis - Spouses- 100% living with PWD; no centre, 9 months to 4 years attendance by length of time in the group)
demographic information - Cognitive rehabilitation and reminiscent 3. Kinship through shared experiences
- Social workers trained in dementia care 4 | onging for kinship
Berger et al., - Quantitative- between groups - 36 PWD and carer dyads (18 - Dyad separately No significant differences between
(2004). pre- post treatment design intervention 18 control) (N=72) (77.8% - Three interventions: treatment and control groups
Germany. - Outcome measures: cognitive  spouses) 1. Cognitive stimulation - theme-related Data trends included:
function (MMSE), dementia - Intervention group PWD mean age discussion and exercises - Poorer cognitive and functional outcom
severity (GLDS), behavioural & = 70.8; 50% male; mild moderate 2. Music therapy - singing, playing & over time for the treatment group
psychological symptoms of dementia on GLDS (81% Alzheimer’s)  |istening - Decrease in activities of daily living ove|
dementia (BEHAVE-AD), - Intervention group carersmean age 3. Psychotherapeutic group (carers) - time in both groups
activities of daily living = 64; 33% male; 83% living with PWL supportive sharing of experiences, strese - Higher levels of caregiver burden and
(IADL/PSMS), carer burden - Matched control group management and coping skills depression in the control group at 12
(ZCBI) and carer depression - Weekly, 1 hour sessions at a memory Months and in the treatment group at 24
(GDS/BDI) clinic for two years months
- Control group - treatment as usu - Two psychologists, one music therapist
Brodaty and - Quantitative- mixed model RCT - 96 PWD and carer dyads (N=192) - Dyad separately At 12 months post-intervention:
Gresham (between groups and repeated (93% spouses); Three matched - PWD - cognitive stimulation groups - - Carers’ anxiety and depression scores
(1989). measures) pre-post treatment des intervention groups: 1. Carers and cognitive rehabilitation and reminiscence significantly lower post-intervention
Australia. - Qutcome measures: cognitive PWD groups (33 dyads); 2. PWD only therapy compared to pre-intervention, and in the

function (MMSE/OIMCS/TDS),
dementia severity (CDR),

behaviour (PBC), activities of daily

living (IADL/ADLS), mood
(GDS/HRSD/GHQ/ZDS)

administered at baseline, 6 and 1-2

months post-intervention

group with carer respite (31 dyads); 3
Waiting list control group (32 dyads)

- PWD- mean age = 70.2, 52% male,
mild-moderate dementia on CDR (73

Alzheimer’s)

- Carers- mean age = 67.7, 46% male

- Matched intervention groups

- Carers - support groups -
psychoeducation, group therapy,
behavioural therapy, assertiveness and
coping skills training. 12 months of regul
follow up group telephone calls

- Residential groups in a hospital for 10
days

- Facilitators not stated

carer intervention condition compared to
the carer respite condition

- Poorer cognitive and functional outcom
over time for PWD

- PWD’s depression scores remained

stable over time and below a clinical
threshold
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Brodaty and - Quantitative repeated measures - 24 spouse couple dyads (N=48) - Dyads separately and together - Mental health of PWD significantly
Low (2004). pre-post treatment design - PWD- mean age = 70.9, 75% male, - PWD - cognitive rehabilitation groups  improved over time
Australia. - Outcome measures: quality of lifc mild dementia on MMSE - Spouses - psychoeducation groups - Carer reported distress significantly
(EQ-5D) and mental health (GHQ) - Carers- mean age = 67, 25% male, - Groups for 2 hours weekly, for 8 weeks changed over time, decreasing at 3 mon
PWD’s memory & behaviour living with PWD Intervention settings not stated and then increasing again at 6 months
(RMBPC) and cognitive - One couples counselling session and 1 - No significant differences in carer ment
functioning (MMSE), and carer’s diversional therapy (leisure based activit health or depression over time.
depression (BDI) administered pre session at 4 weeks - Non-significant trend towards
and post treatment and 24 months - PWD subsequently attended 10 weekly improvement in carer quality of life
follow-up behavioural activity groups
- Counsellor and Diversional Therapist
Epstein, - Qualitative— single case study - Seven spouse couple dyads (N=14) - Dyad together The intervention was reported to have:
Auclair, and design (described as being part of used as case studies across two pap« - Couples counselling; Psychotherapy - Helped couples achieve their goals
Mittelman an RCT- findings not published) to illustrate findings from larger sampl including elements of cognitive - Reiterated couples’ sense of togetherness
(2006). - Sample characteristics only describ¢ behavioural therapy, psychodynamic anc and highlighted both reasons for being
USA. for larger sample of 42 spouse coupl Gestalt therapies, transactional analysis together and long-term positive patterns
& dyads (N=84), aged 690 and other short-term therapies, adapted relating to each other
Auclair, PWD - mild dementia on GLDS couple’s needs and goals - Given the couple a sense of optimism ¢
Epstein, and (100% Alzheimer’s) - Six sessions within two months, at a increased collaboration, enabling the PW
Mittelman university research centre to feel more assertive and confident and
(2009). - Counsellors knowledgeable about allowing their partner to focus upon their
USA. couples and Alzheimer’s disease strengths and abilities
- Allowed couples to express their feeling
over changes in roles and to participate
equals, assuming accepting and non-
blaming positions
Gaugler et - Quantitative repeated measures - 61 PWD and carer dyads (N=122) - Dyad together and separately - Significant increases over time in carer
al., (2011). pre-post treatment design (85.2% spouses) - Psychosocial support groups - designer perceived effectiveness, perceived
USA. - Outcome measures: couple’s - PWD-mean age = 74.25, 47.5%  to improve knowledge, communication & effectiveness in caring and perceived

depression (GDS) and satisfactior
with the group, carer’s: stress
(ZCBI), perceived effectiveness in
caring, perceived preparedness fo
future caring and perceived
activities of daily living of the
PWD (IADL), PWD’s : perceived
effectiveness in completing
activities

male, mild dementia on MMSE
- Carers- mean age = 69.16, 41.5%

male, 82% living with PWD

confidence, and to strengthen relationshi
and ways of coping together

- 10-13 sessions of 90-120 minutes with
joint interaction period, separate group
sessions, and joint concluding session
-Three concurrent groups run in
community centres (content varied)

- Each group facilitated by two
moderators, no further detail provided

preparedness for future caring

- No significant differences in PWD’s
scores

- PWD with milder dementia severity pre
treatment more likely to indicate increase
perceived effectiveness in completing
activities pre to post-intervention,
however, carers reported activities of da
living in PWD by carers to have decreas
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Ingersoll- - Qualitative- single case study - 29 spouse couple dyads (N=58; N=: - Dyad together Positive aspects of the intervention:
Dayton et design USA, N=18 Japan) - Narrative therapy ‘Couples life story - Partner affirmation, encouragement an
al., (2013). - 2013 study- content analysis - USA PWD- mean age = 74, 70%  approach’ - structured life reminiscence  highlighting strengths
USA. using data from participants’ male, mild-moderate dementia on guestions, creation of a life story book - Couples’ improved meaningful and
& completed open-ended MMSE based on discussions of significant significant engagement with each other
Ingersoll- guestionnaires post-intervention - USA spouse partnersmean age =  memories from their shared past, teachir - Couples’ increased awareness of the
Dayton, - 2016 study- thematic analysis 72.2, 35% male (one same-sex coupl communication skills to facilitate continued positive aspects of their
Spencer, using data from cases 100% living with PWD engagement with each other. relationship.
Campbell, - Japan PWD- mean age = 77.4, 78% Reminiscence and communication skills - Couples’ communicating about their
Kurokowa male, mild-severe dementia on MMSI practice between sessions ability to cope with losses over their lives
and Ito - Japan spouse partnersnean age = - Five weekly one hour standardised - Adaptable in cross-cultural contexts
(2016). 76.4, 22% male, (all heterosexual, 56 sessions, usually conducted at the couple’s - Communication tips were helpful but
Japan & arranged marriages), 100% living witl or a family member’s home difficult for PWD to remember
USA. PWD - Social workers with a degree in social - Helpful for the PWD’s memory
work, trained in dementia-related issues - Sharing the life story book with others
and the approach Negative aspects of the intervention:
- Highlighted gaps in the PWD’s memory
and losses and changes
Laakkonen - Quantitative- mixed model RCT - 136 spouse couple dyads (N=272) ( - Dyad separately Significant findings were:
etal., (between groups and repeated dyads treatment group, 69 dyads - Psychosocial rehabilitation and self- - Increase on the physical component of
(2016). measures) pre-post treatment des control group) management group - sharing informatior HRQoL for carers between pre-
Finland. - Outcome measures: PWD and - PWD - mean age = 77.3, 42% male, and support, aiming to increase intervention and 9 months post-
carers’ health-related quality of life dementia severity - 16% <mild, 25% knowledge, improve self-efficacy and intervention
(HRQoL) (15D/RAND36), PWDs> mild, 23% moderate, 3% severe on  problem-solving and make social - At 9 months post-intervention,
cognitive function (VF/CDT) and CDR connections improvement in PWD in the intervention
carers’ sense of competence (SCQ) - Carers - mean age = 75.9, 24% mal - Eight weekly, 4 hour closed groups of 1 group’s cognitive function (on verbal
and level of mastery (PMS), people held in memory clinics fluency and clock drawing), compared to
administered pre-intervention, 3 & - Trained and supervised gerontology PWD in the control grougdespite the
9 months post-intervention. Contrc professionals (nurses, occupational intervention group being at more advanc
group- treatment as usual plus therapists and physiotherapists) stages of dementia at baseline than the
nutrition & exercise advice control group
Logsdon et - Quantitative- mixed model RC - 142 PWD and carer dyads (N=184) - Dyad separately and together - PWD significantly improved pre to post
al., (2010).  (between groups & repeated (81% spouses) (96 dyads treatment - Manualised support groupsaiming to intervention in quality of life and mood
USA. measures) pre-post treatment des group, 46 dyads waiting list control ~ provide emotional, educational & social - Participants whose quality of life

- Outcome measures: HRQoL (SF
36, QoL-AD), mood (GDS),
relationships (FAM), stress (PSS),
self-efficacy (SES), memory and
behaviour (RMBPC).

group)
- PWD - mean age = 77.1, 52% male,

mild dementia on MMSE
- Carers - mean age = 70.5, 32% mal
69% living with PWD

support (partly joint and partly separate)
- Nine weekly, 90 minute, sessions held
community centres

- Experienced and trained MSc level
professionals

improved pre to post intervention reporte
significantly improvement in: mood,
communication, interpersonal relationshi
and self-efficacy
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Prick, de - Quantitative- between groups - 111 (N=222) (90% spouses) (57 - Dyad together - On the ITT analysis, there were no
Lange, RCT dyads treatment group, 54 dyads - Intervention group- couples visited at  significant improvements in outcome ove
Twisk and - Outcome measures: cognitive control comparison intervention groug home for eight one hour sessions, weekl time, from pre to post intervention
Pot, (2015). function (MMSE/GLDS), - PWD- mean age = 77, 63% male, then PWD and carer dyads fortnightly ov - On the compliance analysis, there was
Netherlands depression (GDS/CSDD/DRS/CE¢ mild dementia on MMSE (70% three months benefit of increased compliance with the
& D), general health (SIP/SF-36), Alzheimer’s) - Psychological aspect of intervention:  intervention on any outcomes
Prick, de behaviour in PWD (RMBPC) and - Carers- mean age = 72, 30% male psychoeducation about dementia and its
Lange, caregiver burden (SPICC) impact, communication skills training to
Scherder, administered post-intervention anc enhance problem solving, planning
Twisk and at six months follow up pleasant activities
Pot, (2016). - Control group received - Physical aspect of interventio30
Netherlands comparison intervention of monthl minutes of exercise at least three times ¢

written information about dementic week, initially taught by the facilitator

and monthly ten minute listening - MSc Clinical Psychology students,

emotional support telephone calls trained and supervised by a Psychalogi
Quayhagen - Mixed methods. - 103 spouse couple dyads (N=206) - Dyad together and separately - Quantitative data outcomes from pre to
etal., - Quantitative- mixed model RCT randomised to one of four interventior - Four different eight week interventions post intervention:
(2000). (between groups and repeated groups or a waiting list control group, 1. Cognitive stimulatior- memory, - Outcomes for PWD:
USA. measures) design matched for age, educationch problem solving and verbal fluency - Those in the cognitive stimulation grou

- Outcome measures: PWD’s:
cognitive function (memory
(WMS-R), verbal fluency (VF) and
problem solving (GCS)), and
behaviour (MBPC), and spouse
carer’s: marital satisfaction
(MNSS), mood (depression, angel
and anxiety) (BSI), morale
(subjective wellbeing) (GCMS),
physical health (HAS), carer stres:
(MBPC), coping strategies (CSI-R
and social support (SSQ)
administered pre and 3 months
post- intervention

- Qualitative— open ended semi-
structured post-intervention
guestionnaire data analysed using
content analysis

ethnicity

- PWD - mean age = 74.51, 63% mals

mild -moderate dementia on MDRS

- Carers - mean age = 71.83, 37% me

activities practised for an hour daily for 5
days each week by each dyad at home
2. Dyadic counselling 90 minute weekly
couples therapy sessions for each dyad .
home, using systems and cognitive
behavioural therapy approaches

3. Dual supportive seminar group90
minute weekly support groups at a
community centre, with both separate
groups for PWD and spouse carers and
joint large discussion groups

4. Early-stage day-careweekly 4 hour
structured sessions at a community cent
involving: social events, discussion,
activities, physical exercise and
community outings for PWD, and respite
& monthly support groups for carers

- Graduate students and clinicians from
psychology, social work and nursing
professions, trained and supervised

significantly improved in: delayed
memory, problem solving and verbal
fluency

- Outcomes for carers:

- Those in the early-stage dage group
showed a significant decrease in hostility
- Those in the cognitive stimulation grouj
showed a significant improvement in
depression scores

- Those in the dual supportive seminar
group showed significant decreases in:
morale and the use of negative emotion-
focused coping

- Qualitative data themes for group
benefits were: enhancing communicatior|
and interaction, providing mental
stimulation, acquiring insight and
information, building caregiver
relationships and enhancing emotional
involvement
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Roberts & - Quantitative repeated measures - 37 PWD and carer dyads (N=74) - Dyad together and separately - Coping with dementia - no significant
Silverio, pre-post treatment design (81% spouse partners of PWD) - Psycho-education and support groups « differences pre to post intervention in:
(2009). - Outcome measures: participant - PWD - mean age = 74.4, 73% male, 6-10 dyads. Didactic and interactive levels of coping, self-efficacy,
USA. satisfaction, knowledge about mild dementia on MMSE (89% activities in both large groups and smalle psychosocial adjustment to illness or
dementia (FKAT), coping with Alzheimer’s) discussion groups for the PWD and their caregiver strain
dementia (coping self-efficacy - Carers- mean age = 24% male, 92% care partners separately, including the - Participant satisfaction: 99% of
(ICSE), psychosocial adjustment t living with PWD provision of written information, with the participants found the intervention helpfu
illness (PAIS) and caregiver strain aim of including the PWD, improving and 76% felt more supported
(MBCSI) administered pre & post active coping and the use of supportive - Knowledge about dementia: no
intervention and at 3 months and educational resources significant difference pre-post interventio
follow-up - Four weekly two-hour sessions held at - Attitudes & Behaviours: positive change
- Joint interviews conducted pre & community centres in self-reported behaviours of PWD,
post intervention to assess attitude - Alzheimer’s Association employees including: regular physical exercise,
and behaviours, with data analyse trained and experienced in dementia car healthier eating and future planning
guantitatively - Participants reported feeling more in
control (66%) and more accepting (69%
of living with dementia
Sgrensen, - Qualitative— semi-structured - 10 spouse couple dyads (N=20) - Dyad together and separately - Exploration of participants’ experiences
Waldorff interviews were conducted with - PWD - mean age = 73.4, 50% male - 6 month multi-component intervention of the intervention, using template
and PWD and their spouses separatel mild dementia on MMSE score programme at community centres organising categories:
Waldemar, pre and post intervention, to - Carers - mean age = 73.4, 50% mal 1. Counselling- two couple sessions, two - Recognition of the changes before and
(2008). explore their personal experiences 100% living with PWD separate individual sessions each for the after the intervention, including range of
Denmark. - A ‘template organising’ style of PWD and spouse and one session for th awareness of the changes caused by the

interpretation, which appeared to |
a form of thematic analysis, was
used to analyse the data

couple and family system

2. Education groups for PWD - five
sessions of verbal & written information
about dementia, and support group
activities

3. Education groups for spouse partners
with five sessions of a more formal
education course, written information
about dementia, and support group
activities

4. Telephone counselling

5. Log books kept separately by the PWI
and their spouse partner

- Facilitated by project co-ordinatorsano
further information provided

disease

- Reactions to the impacts of the change
caused by the disease before and after t
intervention, in everyday life,
communication, role patterns and social
relations
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Woods et al.,
(2012). UK.

- Quantitative- RCT

- Outcome measures: mood
(HADS/CSDD/RAID/GHQ),
relationship quality (QCPR and
rated videotaped interactions); sel
reported quality of life (QoL-AD),
autobiographical memory (AMI),
cognitive function (MMSE) and
activities of daily living (BADL)

for PWD; and psychological
distress for carers (RSS)
administered at baseline (pre-
intervention), 3 months (during
intervention) and 10 months
(immediately post-intervention)

- Control group - treatment as usu

- 350 PWD and carer dyads (N=700)
(71% spouses)

- PWD - mean age = 77.5, 50% male,
mild-moderate dementia on the CDR
(58% Alzheimer’s)

- Carers -mean age = 69.65, 33% ma
(one same-sex couple)

- Dyad together

- Joint reminiscence therapy groups
following a treatment manual, with each
session focused upon a different theme,
example childhood, marriage, holidays,
journeys, with large and small group wor
and activities including art and music

- Groups of up to 12 dyads attended 12,
two hour, weekly sessions followed by 7
monthly sessions, held in social
community settingsincluding community
centres and museums

- Trained professionals including: clinical
psychologists, occupational therapists,
mental health nurses, arts workers and
community support workers

- ITT analysis:

- No significant differences in outcome
between the intervention and control
groups on any measure

- Post-hoc analysis:

- 10 months post-intervention, there was
significant difference between groups fo
psychological distress, with carers in the
intervention group reporting significantly
increased anxiety

- Compliance analysis - attending an
increased number of sessions was
associated with:

- Higher autobiographical memory
performance, relationship quality and
quality of life in PWD

- Increased stress in carers
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Key: PWD=participant(s) with dementia; MMSE=Mini Mental State Examination (Folstein, Fol&tdiicHugh, 1975); GLDS=Global Deterioration Scale (Reisberg, Ferris, de Le
& Crook, 1982); BEHAVEAD = Behavioural Abnormalities in Alzheimer’s Disease Rating Scale (Reisberg et al., 1987); IADL=Instrumental Activities of Daily Living Scale &
PSMS=Physical Self Maintenance Scale (Lawton & Brodie, 1969); ZCBI=Zarit CaregivéeBInterview (Zarit, Reever, & Bach-Peterson, 1980); GDS=Geriatric Depr&ssitm
(Yesavage et al., 1982); BDI= Beck Depression Inventory (Beck, Ward,é&mg Mock, & Erbaugh, 1961); RCT=Randomised Controlled Trial; OIMCS=Oriemtétiformation,
Memory & Concentration Scale & TDS=The Dementia Scale (Blessed, Tomlinsonh&IR68); CDR=Clinical Dementia Rating scale (Morris, 1993); PBC=Problem Beinavio
Checklist (Gilleard, Boyd, & Watt, 1982); ADLS=Activities of Daily Living Scale (K&Akpom, 1976); HRSD=Hamilton Rating Scale for Depression (Hamilton, 1960
GHQ=General Health Questionnaire (Goldberg, 1972); ZDS=Zung Depression Scale (BMgEL®5D=European Quality of Life Scale (Williams, 1990); RMBPC=Revised Mer|
& Behaviour Problem Checklist (Teri et al., 1992); HRQoL=Health related qudlitfie; 15D (Sintonen, 2001); RAND-36 (Hays & Morales, 2001); VF=Verbal Flyérest (Morris et
al., 1989); CDT=Clock Drawing Test (Sunderland et al., 1989); SCQ=Sense of Corep@testionnaire (Vernooij-Dassen, Persoon, & Felling, 1996); PMS=Pearlierijiasale
(Pearlin & Schooler, 1978); QoL-AD=Quality of Lif&lzheimer’s Disease (Logsdon, Gibbons, McCurry, & Teri, 2002); SF-36=Medical Outcome Study-Short Form (Ware &
Sherbourne, 1992); FAM=Family Assessment Measure (Skinner, Steinkebgnta-Barbara, 1983); PSS=Perceived Stress Scale (Cohen, Kamarck, 88tkirm1983); SES=The
Self-Efficacy Scale (Seeman, McAvay, Merrill, Albert & Rodin, 1996); CSDD=Co8edle for Depression in Dementia (Alexopoulos, Abrams, Young,an8kan, 1988);
DRS=Depression Rating Scale (Morris et al., 1999); CES-D (Radloff, 1977); SIPeSscknpact Profile (Bergner, Bobbitt, Pollard, Martin, & Gilson, 1976)CEREelf-Perceived
Pressure from Family Care (Pot, Van Dyck, & Deeg, 1995); ITT=Intemtidreat; WMS-R=Wechsler Memory Scale-Revised (Wechsler, 1987); GCS=Ger@ingGchedule
(Quayhagen & Chiriboga, 1976); MBPC=The Memory and Behaviowl&res Checklist (Zarit, Orr, & Zarit, 1985); MNSS=Marital Needs Satisfaction Scale ($tiGo#ins, &
Montgomery, 1970); BSI=Brief Symptom Inventory (Derogatis & Spen@32}t GCMS=Geriatric Center Morale Scale (Lawton, Moss, Fulcomer, & Kleban, 1983} Htealh
Assessment Scale (Rosencranz & Pihlblad, 1970); CSI-R=Coping Strategies Imatmsd (Quayhagen & Quayhagen, 1988); SSQ=Social Support Questionnairée{SClume,
& Lazarus, 1981); MDRS=Mattis Dementia Rating Scale (Mattis, 1988); FKAT=Family Knowledge of Alzheimer’s Disease Test (Maas, 1990); ICSE=llIness Coping Self-Efficacy
(Merluzzi & Martinez Sanchez, 1997); PAIS=Psychosocial Adjustment ts#IBeale (Derogatis, 1986); MBCSI=Margaret Blenkner Research Center CaregindnStnament
(Bass, McClendon, Deimling, & Mukherjee, 1994); HADS=Hospital Anxiety and&sjon Scale (Zigmond & Snaith, 1983); RAID=Rating Anxiety in Dementia §8aankar,
Walker, Frost, & Orrell, 1999); QCPR=Quality of Caregiver/Patient Relationship (@&aridan Audenhove, Lammertyn, & Storms, 2002); AMI=Autobiographieinory Interview
(Kopelman, Wilson, & Baddeley, 1990); BADL=Bristol ficities of Daily Living scale (Bucks, Ashworth, Wilcock, & Siegfried, 1996); RSS=Relatives’ Stress Scale (Greene, Smith,
Gardiner, & Timbury, 1982).
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Review

Review structure

In exploring psychological interventions for couple dyads living with dementia, this
review has been divided into sections relating to the different questions under investigation,
with relevant review findings organised by thematic content, including critiques of studies
using published criteria. This followed by a discussion, including a summary of the review

findings and consideration of clinical and research implications.

To what extent are psychological interventions for couple dyads living with dementia
dyadic (in terms of intervening with couples as a dyad and considering dyadic

relationship factors)?

Variation in type and aims of interventions: Lack of focus upon the couple dyad.
There was significant variation in intervention type across studies. Seven studiesdnvolv
more than one type of intervention and there was a notable lack of focus upon the couple
dyad. Of the 17 included studies, only nine involved couple-based psychological
interventions for couple dyads together - specifically involving a therapist providing an
intervention with each couple, rather than in groups with other couples (Auclair, Epstein, &
Mittelman, 2009; Brodaty & Low, 2004; Epstein, Auclair, & Mittelman, 2006; Ingersoll-
Dayton et al., 2013; Ingersoll-Dayton, Spencer, Campbell, Kurokowa, & Ito, 2016; Prick, de
Lange, Twisk, & Pot, 2015; Prick, de Lange, Scherder, Twisk, & Pot, 2016; Quayhagen et
al., 2000; Sgrensen, Waldorff, & Waldemar, 2008). Of the 11 studies thatedgwbup
interventions, only two involved couple dyads being together throughout the group sessions

(AIm, Hellzen, & Norbergh, 2014; Woods et al., 2012).
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Of the remaining group-based studies, four involved group interventions for couple
dyads both together and separately - where couple dyads spent part of the session together in
joint groups and part of the session in separate groups for either partners or people with
dementia only (Gaugler et al., 2011; Logsdon et al., 2010; Quayhagen et al., 2000; Roberts &
Silverio, 2009). Five studies included group interventions where couple dyads received
interventions separately from each other. Two ingdlseparate groups of partners and
people with dementia receiving the same intervention as each other but delivered separately
(Laakkonen et al., 2016; Sgrensen et al., 2008) and threeeds@parate groups of partners
and people with dementia receiving a different intervention from each other delivered

separately (Berger et al., 2004; Brodaty & Gresham, 1989; Brodaty & Low, 2004).

Studies also varied in terms of intervention aims. Many studies stated that the aims of
their intervention were either to reduce psychological distress, including depression and
stress, or to promote mental health and wellbeing for each member of the couple, but often
focused more upon the partner (Brodaty & Gresham, 1989; Brodaty & Low, 2004; Gaugler et
al., 2011; Prick et al., 2015; Prick et al., 2016; Quayhagen et al., 2000; Woods et al., 2012).
Furthermore, whereas some studies stated that their aims were to support coping and self-
efficacy, this was for each member of the couple individually rather than for couple dyads
together (Laakkonen et al., 2016; Logsdon et al., 2010; Roberts & Silverio, 2009; Sgrensen et
al., 2008). Although some studies described an aim of their intervention was to reduce or
prevent social isolation, or improve social relations, this was in terms of the wider social
system and therefore again was not focused upon the couple dyad (Berger et al., 2004;
Logsdon et al., 2010; Sgrensen et al., 2008). Only six studies specifically stated aims
involving the dyadic relationship, which included support and maintain the couple’s
relationship, including each person’s sense of self within the relationship context (Auclair et

al., 2009; Epstein et al., 2006),strengthen couples’ relationships by improving ways of
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coping together and communication (Gaugler et al., 2011), to help couples review their lives
together and improve dyadic communication (Ingersoll-Dayton et al., 2013; Ingersoll-Dayton

et al., 2016)and to improve couples’ interaction (Quayhagen et al., 2000).

Furthermore, in most studies, interventions were not tailored to couple dyads’ specific
needs or goals, with the exception of four studies (Auclair et al., 2009; Epstein et al., 2006;

(Ingersdl-Dayton et al., 2013; Ingersoll-Dayton et al., 2016).

Overall, in considering interventions provided across studies, there appeared to be a
general lack of focus upon the couple dyad, both in terms of the type and aims of
interventions provided, with both a lack of couple-based psychological interventions for
individual couple dyads and a lack of study aims involving the dyadic relationship.
Furthermore, interventions were generally not tailored to couple dyads’ specific needs or

goals.

Variation in length and content of interventions: Lack of theoretical or empirical
basis.There was also significant variation in the length of interventions across studies. In
studies including couple-based interventions, the number of sessions provided ranged from
one to eight, with a mean of six sessions (Auclair et al., 2009; Brodaty & Low, 2004; Epstein
et al., 2006; Ingersoll-Dayton et al., 2013; Ingersoll-Dayton et al., 2016; Prick et al., 2015;

Prick et al., 2016; Quayhagen et al., 2000; Sgrensen et al., 2008).

In most group-based interventions, the number of sessions ranged from four to 22,
with a mean of 12 sessions (Brodaty & Gresham, 1989; Brodaty & Low, 2004; Gaugler et al.,
2011; Laakkonen et al., 2016; Logsdon et al., 2010; Quayhagen et al., 2000; Roberts &
Silverio, 2009; Sgrensen et al., 2008; Woods et al., 2012). Two group interventions were

significantly longer than this, which lastfor between two and four years (Alm et al., 2014;
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Berger et al., 2004). In contrast to the other group interventions, the group provided by Alm
et al. (2014) was open, allowing members to leave and join, with membership of the group
varying between nine months and four years. Groups also varied in how structured they were,
with some groups described as being flexible in terms of having varied content (Gaugler et
al., 2011), whereas other groups were stated to follow a manualised treatment programme

(Logsdon et al., 2010; Woods et al., 2012).

In the 11 studies including group-based interventions, these were generally only
broadly described. Interventions often consisted of multiple components, including psycho-
educational (which provit participants with information and guidance, including anger or
stress management, coping strategies, and skills training, such as communication or
assertiveness), psychotherapeutic or psychosocial (which edaleonfidential and
supportive therapeutic or social group context, sometimes described as peer support or
counselling), cognitive stimulation/rehabilitation, and reminiscence (Alm et al., 2014; Berger
et al., 2004; Brodaty & Gresham, 1989; Brodaty & Low, 2004; Gaugler et al., 2011;
Laakkonen et al., 2016; Logsdon et al., 2010; Quayhagen et al., 2000; Roberts & Silverio,

2009; Sgrensen et al., 2008; Woods et al., 2012).

Seven studies included couple-based interventions stated to involve specific types of
psychological therapy (Auclair et al., 2009; Epstein et al., 2006; Ingersoll-Dayton et al.,
2013; Ingersoll-Dayton et al., 2016; Prick et al., 2015; Prick et al., 2016; Quayhagen et al.,
2000). Auclair et al. (2009) and Epstein et al. (2006) suggested that their intervention
involved an integration of psychotherapeutic approaches, including cognitive behavioural
therapy (CBT), psychodynamic and Gestalt therapies, transactional analysis and other short-
term therapies. The intervention provided by Ingersoll-Dayton et al. (2013) and Ingersoll-

Dayton et al. (2016) was described as being mainly based upon a narrative therapy approach,
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plus aspects of reminiscence therapy, desceibadcouples’ life story approach’. Prick et

al. (2015) and Prick et al. (2016) suggested their intervention involved aspects of CBT,
including psycho-education, behavioural activation (involving the planning of pleasant
activities), and communication skills training to enhance problem solving. The couple
therapy intervention provided by Quayhagen et al. (2000) was described as an integration of
systemic and CBT approaches, including identifying problems or conflicts that reduced
couples’ interaction, stress reduction and anger management, and communication building

and conflict resolution, designed to increase problem solving skills.

Overall, across studies, there was a notable lack of any theoretical or empirical basis
for the length or content of interventions provided, either from psychological theory or from
the research literature. Exceptions to this were the interventions provided by Auclair et al.
(2009) and Epstein et al. (2006), who described basing their psychotherapeutic intervention
upon specific psychological theories such as transactional analysis and psychoanalytic
theories, and Ingersoll-Dayton et al. (2013) and Ingersoll-Dayton et al. (2016), who
specifically considered the literature on the impact of dementia upon the couple relationship,
such as the concept of ‘couplehood’ (Hellstrom et al., 2007), in the design of their

intervention.

How have psychological interventions for couple dyads living with dementia been found
to impact both individual outcomes (for each person in the dyad) and relationship

outcomes (for couple dyads), such as adjustment and coping?

Variation in outcome measures: Lack of focus upon the dyadic relationshigll
11 mixed method and quantitative studies evaluated interventions by administering outcome
measures immediately before and after interventions (Berger et al., 2004; Brodaty &

Gresham, 1989; Brodaty & Low, 2004; Gaugler et al., 2011; Laakkonen et al., 2016; Logsdon
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et al., 2010; Prick et al., 2015; Prick et al., 2016; Quayhagen et al., 2000; Roberts & Silverio,
2009; Woods et al., 2012). However, due to the previously noted significant differences in
intervention length, this period covered significantly different time spans across studies. Six
studies also administered outcome measures after a post-intervention follow up period,
however, this period varied between 3 months and 2 years (Brodaty & Low, 2004;
Laakkonen et al., 2016; Prick et al., 2015; Prick et al., 2016; Quayhagen et al., 2000; Roberts

& Silverio, 2009).

Furthermore, there was significant variation across studies in outcome measures used,
both in terms of the constructs measured and the specific questionnaires used, making it
difficult to compare findings. In terms of measures of dementia severity or symptoms, all
studies included at least one measure of cognitive functioning and/or dementia severity, with
10 studies using the Mini Mental State Examination (Folstein, Folstein, & McHugh, 1975) as
a measure of general cognitive functioning (Berger et al., 2004; Brodaty & Gresham, 1989;
Brodaty & Low, 2004; Gaugler et al., 2011; Laakkonen et al., 2016; Logsdon et al., 2010;
Prick et al., 2015; Prick et al., 2016; Roberts & Silverio, 2009; Woods et al., 2012). Seven
studies measured behavioural and psychological symptoms and four studies measured
activities of daily living for participants with dementia (Berger et al., 2004; Brodaty &
Gresham, 1989; Brodaty & Low, 2004; Gaugler et al., 2011; Logsdon et al., 2010; Prick et

al., 2015; Prick et al., 2016; Quayhagen et al., 2000; Woods et al., 2012).

However, measures of dementia symptoms or severity may not be valid or appropriate
intervention outcome measures. Particularly for samples of participants with early stage
dementia, for examplébehavioural symptoms’ may not have been apparent, which may
have led to ceiling effects and a lack of validity of measures. In addition, due to the often

degenerative nature of dementia, measures of dementia symptoms or severity, such as
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cognitive functioning, are likely to decline over time with disease progression, and therefore
may not be amenable to intervention. Thus, they may not be appropriate intervention
outcome measures, particularly over longer time periods. Furthermore, study participants
varied across studies in terms of dementia type and severity, which, due to the known
differences between symptoms in different types of dementia, as well as the often

degenerative nature of dementia, may have influenced findings.

In terms of measures of mood and quality of life, nine studies included 12 different
measures of mood, mainly assessing depression, but with some also assessing anxiety, anger,
stress and overall mental health, in both participants with dementia and partners (Berger et
al., 2004; Brodaty & Gresham, 1989; Brodaty & Low, 2004; Gaugler et al., 2011; Logsdon et
al., 2010; Prick et al., 2015; Prick et al., 2016; Quayhagen et al., 2000; Woods et al., 2012).
Seven studies specifically assessed caring burden or stress (Berger et al., 2004; Gaugler et al.,
2011; Logsdon et al., 2010; Prick et al., 2015; Quayhagen et al., 2000; Roberts & Silverio,
2009; Woods et al., 2012). Four studies measured quality of life, for both participants with
dementia and partners, two of which also measured health related quality of life for
participants with dementia (Brodaty & Low, 2004; Laakkonen et al., 2016; Logsdon et al.,

2010; Woods et al., 2012).

However, participants’ mood also varied across studies, in terms of self-rated
depression and anxiety. Whereas some studies stated that their interventions were more suited
to those participants without clinically significant levels of anxiety and depression, other
studies had inclusion criteria for participants to have some depression symptoms pre-
intervention. This variation in participants’ mood across studies is likely to have influenced

the varying effectiveness of interventions.
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In terms of measures of coping and adjustment, five studies also included measures of
coping, self-efficacy, sense of competence, mastery, morale, and psychosocial adjustment to
illness (Laakkonen et al., 2016; Logsdon et al., 2010; Quayhagen et al., 2000; Roberts &
Silverio, 2009; Woods et al., 2012). However, it is notable that all measures of coping and
adjustment were focused upon the individual rather than the couple dyad. Furthermore, there
was a notable lack of interventions being based upon, or authors having considered, any
theoretical models of coping, or any reference being made to the literature on coping with

dementia.

Only three quantitative studies included measures of dyadic relationship constructs,
including communication and interpersonal relationships, marital satisfaction, and
relationship quality (Logsdon et al., 2010; Quayhagen et al., 2000; Woods et al., 2012).
Woods et al. (2012) also stated that they assessed relationship quality by rating two
videotaped sessions of structured interaction between each participant with dementia and

their partner. However, findings of these assessments were not reported.

In terms of evaluating the outcomes of qualitative studies, two studies used semi-
structured interviews and one used questionnaires to collect post-intervention data (Alm et
al., 2014, Ingersoll-Dayton et al., 2013; Sgrensen et al., 2008). However, whereas Sgrensen et
al. (2008) conducted separate individual interviews with each member of each couple dyad,
Ingersoll-Dayton et al. (2013) administered open ended questionnaires to couple dyads
together and Alm et al. (2014) conducted joint interviews with couple dyads together. It has
been suggested that it is only possible to gain a dyadic perspective by gathering data jointly

from couple dyads together (Braun et al., 2009).

The quality of included qualitative studies was assessed using published criteria,

including the CASP (2014) checklist for qualitative research and Mays and Pope (2000)
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guidance for assessing quality in qualitative research. Overall, the quality of included
gualitative studies was poor. In all qualitative studies, there were no clear descriptions of
particular qualitative methodologiesm@searchers’ epistemological positions. Furthermore,

there was a lack of evidence of many features of qualitative research that may improve its
validity, such as triangulation, respondent validation, and attention to negative cases (Mays &
Pope, 2000). There was also a lack of reflexivity, with studies failing to clearly describe the
role of the researcher(s), including the relationship between the researcher(s) and participants
(Mays & Pope, 2000). In addition, data did not appear to be ‘rich’, with a lack of evidence of
context, detail, and depth in the data. Furthermore, data analysis did not appear to be
sufficiently rigorous and there was an overall lack of clear descriptions of qualitative data
analysis proceduregyvolving an ‘audit trail’ of coding or interpretation of the data, such as

the development of themes, concepts or categories (Mays & Pope, 2000).

Overall, in terms of considering outcome measures used for the interventions
provided, there was a notable lack of focus upon dyadic relationship constructs, suggesting
that variables relating to the couple dyad were not taken into consideration as important
outcomes of the interventions. Few studies reported relationship variables such as the length
of couple dyads relationships, which may have influenced findings. Furthermore, only two
gualitative studies gathered data in a way which allowed interventions to be evaluated using a

dyadic perspective.

Positive impacts of interventions upon individual outcomesSix quantitative
studies reported some positive individual benefits of their interventions. Positive individual
benefits for people with dementia included improvements in mood, (Brodaty & Low, 2004),
improved quality of life, associated with improvements in mood and self-efficacy (Logsdon

et al., 2010), and improved cognitive function (Laakkonen et al., 2016; Quayhagen et al.,
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2000). Positive individual benefits for partners included reduced anxiety and depression,
(Brodaty & Gresham, 1989), improved physical health related quality of life, increased
perceived effectiveness and preparedness for caring (Gaugler et al., 2011), and significant
decreases in hostility and the use of negative emotion-focused coping strategies (Quayhagen
et al., 2000). It was notable that one of the conditions of the intervention of Brodaty and
Gresham (1989) only resulted in lowered partner anxiety and depression when both members
of the couple dyad received an intervention, compared to when only people with dementia

received an intervention, suggesting the benefit of interventions provided to couple dyads.

One qualitative study suggested positive benefits of their group intervention for each
individual in the couple dyad, including increased knowledge, having a sense of comfort and

support, and kinship with others through shared experiences (Alm et al., 2014).

Neutral or negative impacts of interventions upon individual outcome®espite a
number of positive benefits of interventions reported, six quantitative studies reported no

differences, or potentially negative individual outcomes, resulting from their interventions.

Berger et al. (2004) reported no significant differences between treatment and control
groups pre or post intervention, with trends towards poorer cognitive, functional and mood
outcomes over time in participants with dementia. Prick et al. (2015) and Prick et al. (2016)
also overall found no benefits of their intervention. Moreover, findings suggested trends
towards worse outcomes, with those participants in the intervention group having
significantly higher scores for depression and participants with dementia also having higher
scores for behavioural difficulties from pre to post intervention, compared to the
control/comparison group. However, the authors stated that after analyses were adjusted so
that characteristics of participants with dementia were controlled for (described as including

age, gender, dementia type, level of care required, education level, dementia severity and
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depression score) these differences were no longer significant (Prick et al., 2016). It is
unclear why Prick et al. (2016) controlled for participants with dementia’s depression scores

when assessing differences in depression between participants in the intervention and
control/comparison groups, as treating them as confounding variables is likely to have

masked any effects of the intervention on participants’ depression symptoms.

Quayhagen et al. (2000) found no beneficial outcomes for participants with dementia
in their ‘dyadic counselling ‘dual supportive seminar group’ or ‘carly-stage dayare’
interventions. There also appeared to be some negative consequences of their interventions,
with partners in the ‘early-stage dayeare’ intervention reporting a decrease in the use of
potentially helpful cognitive restructuring coping strategies post-intervention, and partner

participants in the ‘dual supportive seminar group’ reporting a decrease in morale.

Roberts and Silverio (2009) also reported a lack of positive outcomes of their
intervention, finding no significant differences from pre to post intervention in terms of
participants’ knowledge about dementia or adjustment and coping, including coping self-
efficacy, psychosocial adjustment to iliness, or caregiver strain. However, participants did
report finding the intervention helpful, as well as feeling more supported, more in €ontrol,
and more accepting. Participants also reported a positive impact of the intervention upon

participants with dementia’s behaviour.

Woods et al. (2012) also found no overall benefits of their intervention, with no
significant differences between intervention and control groups. In line with the findings of
Prick et al. (2015), Prick et al. (2016) and Quayhagen et al. (2000), results apparently
suggested potentially negative consequences of the intervention, with partners in the
intervention group reporting significantly higher anxiety than those in the control group 10

months post-intervention. However, compliance analysis did suggest some positive aspects of
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the intervention, with attending an increased number of sessions associated with improved
scores on measures of autobiographical memory, relationship quality, quality of life, and

carer stress.

Positive impacts of interventions upon dyadic relationship outcomefne
guantitative study reported a positive benefit of their intervention in terms of couake d
communication and interpersonal relationships. Logsdon et al. (2010) found that people with
dementia who had significantly improved quality of life post-intervention, also demonstrated
improvements in communication and interpersonal relationships with their partners,
compared to those people with dementia whose quality of life did not improve over time.
This suggestd that interventions which improve quality of life may also enhance couple

dyads’ communication and relationships.

Six qualitative studies suggested positive benefits of their intervention in terms of
couple dyads’ relationships, including adjustment and coping. Epstein et al. (2006) and
Auclair et al. (2009) found their intervention to reiterate couple dyads’ sense of togetherness,
highlighting their reasons for being together and long-term positive patterns of relating,
increased optimism, collaboration, assertiveness and confidence in both members of the
couple. The intervention reportedly allowed couple dyads to focus upon their strengths and
abilities, express their feelings about role changes, and to take positions of equality and

acceptance in their relationship.

Ingersoll-Dayton et al. (2013) reported couple dyads found their intervention helpful
in terms of communicating with eél@other, which helped to prompt people with dementia’s
memory, and sharing their stories with others. Themes identified by Ingersoll-Dayton et al.
(2016) also highlighted positive benefits of their intervention on couple dyads’ relationships,

including partner affirmation (couples encowrdgach other to participate and highligtht
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each other’s strengths), improved engagement (couples retib each other in more
significant and meaningful wayshandling losses (couples discussing how they had coped
with losse}, and fullness of life as a couple (couples dised$iseir heightened awareness of

the continued positive aspects of their relationship).

The qualitative findings of Quayhagen et al. (2000) suggested couple dyads
experienced a number of benefits of their intervention, including eel@oomunication
and interaction, mental stimulation, acquiring insight and information, building relationships,
and enhared emotional involvement. The intervention provided by Sgrensen et al. (2008)
was also experienced by couple dyads as having a positive impact upon their lives, including
in terms of communication, role patterns and relationships, and increased openness and

awareness.

Neutral or negative impacts of interventions upon dyadic relationship outcomes
One qualitative study reported some negative effects of their intervention upon dyadic
relationship outcomes. Ingersoll-Dayton et al. (2013) described some negative aspects of
their intervention, including highlighting gaps in participants with dementi@snory, and

couples identifying losses and changes.

Overall, there was an apparent difference in outcomes between quantitative and
gualitative studies. Whilst many quantitative studies suggested a lack of benefits or even
potentially negative consequences of interventions, many qualitative studies reported couple
dyads’ positive experiences and positive influences of the interventions upon their lives and
relationships. This suggests that outcome measures used were perhaps not sufficient or
appropriate to capture clinically important benefits of interventions. Despite interventions
being provided for couple dyads, most studies only focused upon individual outcomes for

participants, such as mood, quality of life and coping. Only a few studies used outcome
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measures specifically focused on dyadic relationship outcomes for couple dyads, such as

communication and interpersonal relationships, marital satisfaction and relationship quality.

Of the 11 mixed methods and quantitative studies which assagsrventions using
outcome measures, when assessed using published criteria, their quality was generally poor.
Few studies reported the reliability and validity of outcome measures, either generally or for
the specific population. Only six mixed methods and quantitative studies were randomised
controlled trials, and these were generally of poor quality with evidence of bias, indicating a
lack of validity. There was evidence of performance bias as, due to the nature of the
interventions provided, it was not possible for participants, facilitators, or assessors to be
blinded to randomisation, increasing the risk of bias. There was also evidence of potential
detection bias, as in many studies the identity of the assessors collecting study data and their
relationship to participants was not clear, for example if they were in a dual role and were
also facilitators or researchers, and therefore not blinded, which may have affected findings.
In some quantitative studies there was evidence of selection bias, with participants not
randomised to groups. Instead, interested potential participants selegéhechselves for
allocation to the intervention group, which may have resulted in systematic differences

between the groups and may have influenced findings.

Few quantitative studies conducted power calculatibmsefore, it was unclear if,
with many having relatively small sample sizes, they were sufficiently powered to detect any
intervention effects if they existed. Also, in most studies confidence intervals and effect sizes
were not reported, limiting objective measurement of the importance of the effects and
assessment of the size of the effects in the population. In those studies with no control group,
it was therefore unclear if changes in participants who received the intervention could be

attributed to the intervention. However, even in those studies which did have a control group,
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there was significant variation in the type of control group, with some described as ‘waiting

list’ (therefore presumably receiving no intervention), some described as ‘treatment as usual’
(with many studies suggesting this was likely to include other standard supportive
interventions, however, the amount and type utilised by control participants was not
measured), and others described as receiving alternative but often minimal supportive
interventions. This therefore makes comparison between intervention and control groups

problematic, due to the increased likelihood of confounding variables.

Studies varied in being conducted in different countries, however, these were all
European counies or the USA, except Ingersoll-Dayton et al. (2016) who included a
Japanese sample with cultural differences such as arranged marriages. However, not all
studies reported participant characteristics such as ethnicity or socio-economic status and, in
those that did, most participants were white and well educated. There was also a lack of
diversity in different types of partner relationship, with only one study containing one couple
in a same-sex relationship (Ingersoll-Dayton et al., 2013). Participants may therefore not be
representative of the population, and findings on the acceptability and effectiveness of

interventions may not be applicable to people of all cultures and backgrounds.

Discussion

Summary of review findings

This review aimed to explore psychological interventions for couple dyads living with
dementia, by considering to what extent interventions are dyadic (in terms of intervening with
couples as a dyad and considering dyadic relationship factors), and how interventions have
been found to impact both individual outcomes (for each person in the dyad) and relationship

outcomes (for couple dyads), such as adjustment and coping.
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In terms of the types of intervention provided, there was a notable lack of focus upon
the couple dyad, with only nine studies involving couple-based psychological interventions
for couple dyads together. Intervention aims also varied, with only six studies stating aims
involving the dyadic couple relationship, such as promoting coping together, and dyadic
interaction and communication. Many group interventions were structured and manualised,
rather than being tailored to couple dyads’ specific needs or goals. Overall, there wasa
notable lack of any theoretical or empirical basis for the length or content of interventions
provided, either from psychological theory or from the research literature. Exceptions to this
were the couple-based interventions provided by Auclair et al. (2009), Epstein et al. (2006),
Ingersoll-Dayton et al. (2013), and Ingersoll-Dayton et al. (2016), who described basing their
interventions upon specific psychological theories or the literature on the impact of dementia

upon couple relationships.

In terms of considering outcomes of the interventions, there was a notable lack of
focus upon dyadic relationship constructs, suggesting that variables relating to the couple
dyad were not considered important outcomes. Furthermore, only two qualitative studies
gathered data in a way which allowed interventions to be evaluated using a dyadic
perspective. In terms of individual outcomes, positive impacts of interventions included
improvements in people with dementia and partners’ mood and quality of life. However,
some studies reported no differences, or potentially negative individual outcomes, resulting
from their interventions. Findings of some quantitative studies suggested trends towards
poorer cognitive, functional and mood outcomes over time in people with dementia, and
increases in anxiety and depression in participants who were in intervention groups compared
to control groups. In terms of dyadic relationship outcomes, positive impacts of interventions
included enhancingouple dyads’ communication, interpersonal relationships, adjustment,

and coping. However, one qualitative study reported some negative effects of their
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intervention upon dyadic relationship outcomes, including highlighting gaps in participants

with dementia’s memory and couples identifying losses and changes.

Findings highlighted differences in outcomes between quantitative and qualitative
studies, suggesting that quantitative outcome measures may not be sufficient or appropriate to
capture clinically important benefits of interventions. In contrast, qualitative studies generally
repored positive influences ahterventions upon couples’ lives and relationships. However,
in most studies it was unclear which aspects of the intervention were most effective, or which
participants found most helpful. Few quantitative studies reported the reliability and validity
of outcome measures, and some measures may not have been appropriate or valid,
particularly due to the varying and progressive nature of dementia. Furthermore, studies were
generally of poor quality. Many quantitative studies demonstrated increased riak of bi
limited reporting of effects, and confounding variables, preventing objective measurement of
intervention effects, or effects being clearly attributed to the intervention. Qualitative studies
demonstrated a lack of clearly described qualitative methodology, including the absence of

features suggesting validity and sufficiently robust data analysis.

Clinical implications

When considering psychological interventions for couple dyads living with dementia,
this review has highligled potential benefits upotouples’ lives and experiences, in terms of
mood, quality of life and relationships. Studies highlighted positive influences of
interventions upon dyadic couple relationships, sudltrasgthening couples’ sense of
togetherness, communication and collaboration, allowing expression of feelings about role
changes, and the taking on of positions of equality, acceptance and encouragement in their

relationships.
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It may be important for clinicians to consider that qualitative studies which reported
benefits of interventions in terms of dyadic couple relationships provided couple-based
interventions to individual couples together, with a psychological theoretical basis for the
intervention, and tailored interventions to couple dyads’ specific needs or goals. Whereas
many services currently only offer separate individual or group therapies, findings suggest it
may be important for clinicians to focus upon couples as a dyadic unit and the impact of
dementia upon their relationship, and to provide couple-based psychological therapeutic
interventions to support couples’ adjustment and coping. It may also be tentatively useful for
services, when planning interventions and allocating resources, to consider that many
structured manualised group interventions, despite a significant investment in time and

resources, did not produce beneficial outcomes.

This review focused specifically upon psychological and counselling interventions,
however, it may be important for practitioners to consider that therapeutic interventions may
be defined in much broader terms, with recent evidence of positive benefits for participants
with dementia and their carers for interventions involving art (Camic, Tischler, & Pearman,
2014), music (Osman, Tischler, & Schneider, 2016), and equine therapy (Gallagher-
Thompson, Schier Anzelmo, & Hertel, 2016). In terms of some studies reporting potentially
negative outcomes, interventions may have provoked increased awareness of current and
future potential losses and changes, which may have increased stress and anxiety.
Participants’ potential longer-term gains from interventions may therefore not be apparent
immediately following intervention, the time when interventions in the included studies were
mainly evaluated. This suggests that it may also be important for clinicians to evaluate
therapeutic outcomes at a post-treatment follow-up stage. For clinicians and services
providing and evaluating interventions it may be important to select outcomes that are valid

andappropriate for couple dyads’ experiences, needs, values and goals, as well as being
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clinically relevant, and sensitive and specific to the kinds of changes that may occur in this

population.

Research recommendations

The findings of this review suggest potential benefits of psychological interventions
for couple dyads living with dementia. However, to further understand their effectiveness,
there is a need for future research involving high quality studies where participants are
representative of the population and interventions are clearly described, tailored to couple
dyads’ needs and goals, evaluated using appropriate outcomes, and with robust methods of

data analysis.

For many interventions, there was an overall lack of a theoretical basis or grounding
in the literature. Future intervention studies could draw upon models and concepts from the
psychosocial dementia literature, such as relationship and strengths based approaches, the
construct of ‘personhood’, emphasising the importance of a relational context and social
interconnectedness, and the construct of ‘couplehood’, with couples adopting strategies to
maintain their relationship and lives together (Hellstrém et al., 2007; Kitwood, 1997,

McGovern, 2011; Merrick, et al., 2016; Molyneaux et al., 2012; Wadham et al., 2016).

Furthermore, the evidence of interventions having benefits in terms of dyadic
relationship outcomes supports the use of social contextual models which emphasise the
influence of a dyadic perspective, considering relations between partners in social roles (Berg
et al., 1998; Braun et al., 2009). This suggests it may be important for future research to
explore how couple dyads cope together living with dementia, to further understanding of

how interventions could be developed to meet their needs.
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The concept of dyadic coping, a reciprocal stress communication process in which
couples make shared appraisals of stress and coping has recently been explored in couples
coping with physical iliness (Berg & Upchurch, 2007; Bodenmann, 2005; Foxwell & Scott,
2011; Regan et al., 2014). It has been suggested that the strain that living with dementia
places on a relationship may have an impact on the use of dyadic coping strategies (Berg &
Upchurch, 2007). Thus, some have suggested that dyadic coping theory may not be
applicable to couple dyads living with dementia, due to its progressive nature and associated
cognitive impairment (Martin et al., 2009). However, dyadic coping has not yet been
gualitatively explored in couples living with dementia, within the context of theoretical
models of dyadic coping, and this has been suggested an important task for future research

(Braun et al., 2009).
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DYADIC COPING IN COUPLES LIVING WITH DEMENTIA

Abstract

Coping with dementia has generally been conceptualised at an individual rather than
relational level. In couples coping with chronic iliness, dyadic coping models involving
shared appraisals of stress and coping have been explored. This study aimed to explore
dyadic coping in couples living with dementia. Qualitative framework analysis methodology
was used to analyse data from nine joint interviews with spouse dyads living with dementia.
Six main themes were identified: ‘Dementia awareness and ownershigmotional

closeness’, ‘Responsibility’, ‘Individual needsand difficulties’, ‘Individual coping by people

with dementia’, and ‘Wider social context’. Findings suggested couples coping with dementia
may utilise dyadic coping strategies, with couples maintaining closeness associated with
sustaining joint coping. However, the impact of dementia upon a lack of shared dementia
awareness and ownership, and loss of shared responsibility for coping, was associated with a

lack of shared appraisals of stress and dyadic coping.

Keywords:coping, couple, dementia, dyadic, spouse.
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Introduction

Dementia is a growing public health concern, with the number of people affected
predicted to rise with an ageing population (Department of Health [DoH], 2016; World
Health Organisation, 2012). In ti®eime Minister’s Challenge on Dementia 2020 (DoH,
2016), the UK government outlined plans to improve dementia care and research, prioritising
inclusion of people with dementia. This document highlights the relational impact of
dementia, focusing upon the families and social networks of people with dementia, pledging

to improve awareness and understanding of dementia within society (DoH, 2016).

The relational impact of dementia

Dementia is not experienced in isolation; receiving a diagnosis has a profound effect
upon the individual and those around them. Many people with dementia live at home
supported by family members, often their spouse (Prince et al., 2014; British Psychological
Society [BF5], 2016). It is suggested that the impact of dementia upon spouse couple
relationships may be particularly prominent, due to relationship changes (Pinquart &

Sorensen, 2011; Rankin, Haut, & Keefover, 2001).

The impact of dementia upon couple relationships

The impact of dementia upon couple relationships may include reductions in
reciprocity, mutuality, shared activities, and emotional support. These changes are associated
with decline in verbal communication and a negative effect upon couples’ experiences,
including feelings of hopelessness and loneliness (Baikie, 2002; Balfour, 2014; Svaastrom
Dahlberg, 2004). However, some relational aspects may be preserved, such as affection and

closeness (Ablitt, Jones, & Muers, 2009).
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The concept of ‘couplehood’ suggests that couple dyads may work together on their
relationship, developing strategies to sustain their lives together. Themes akice
things through ‘being affectionate and appreciative’, ‘making the best of things’, and
‘keeping the peace’ (Ablitt et al., 2009; Hellstrém, Nolan, & Lundh, 2007; Merrick, Camic,
& O’Shaughnessy, 2016; Molyneaux, Butchard, Simpson, & Murray, 2012; Wadham,

Simpson, Rust, & Murray, 2016).

The literature on psychological interventions for couple dyads suggests these may
improve dyadic relational outcomes by strengthening communication and relationships,
therebyenhancing couples’ coping and adjustment (Auclair, Epstein, & Mittelman, 2009;

Epstein, Auclair, & Mittelman, 2006; Ingersoll-Dayton et al., 2013; Ingersoll-Dayton,
Spencer, Campbell, Kurokowa, & Ito, 2016; Quayhagen et al., 2000; Sgrensen, Waldorff, &
Waldemar, 2008). However, interventions generally lack a theoretical or empirical basis for
enhancing coping in couples living with dementia. Therefore, to further understanding of how
interventions could be developed to meet couples’ needs, it is important to explore how

couple dyads cope with living with dementia (Braun et al., 2009).

Models of coping

The psychological literature mainly focuses upon individual coping, descrikasg it
“...constantly changing cognitive and behavioural efforts to manage specific external and/or
internal demands that are appraised as taxing or exceeding the resétre@srson”

(Lazarus & Folkman, 1984, p. 141). This is based upon a transactional model of stress and
coping, whereby stress arises from the transaction between an individual and their
environment. Coping is hypothesised to consist of cognitive processes such as appraisals

(assessment and analysis) of stressors, followed by functions to manage this, which may be
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problem-focused (to directly minimise stressors) or emotion-focused (to regulate emotional

responses to stressp(Bolkman, 1997; Lazarus & Folkman, 1984; Tremont, 2011).

However, coping has also been conceptualised at a relational level. The relationship
focused model suggests three types of coping: active engagement (joint problem solving,
sharing of emotions and communication), protective buffering (denying or hiding worries,
concerns or emotions to avoid conflict) and overprotection (individuals underestimating their
partner’s ability to manage, resulting in undue or undesired help, and reducing self-efficacy)

(Coyne & Smith, 1991).

Models of coping with dementia

Coping with dementia has generally been characterised at an individual rather than a
relational level, and primarily focused upon caregivers, with the voices of those with
dementia often unheard (Braun et al., 2009; Molyneaux et al., 2012). An individual stress
process model for caregivers of people with dementia sugbestexperience both primary
stressors, such as managing features of the pexksenlition, and secondary stressors, such
as social or economic factors (Pearlin, Mullan, Semple, & Skaff, 1990). Coping strategies
mediate the relationship between stressod caregivers’ health outcomes (Pearlin et al.,

1990).

This model was adapted for individuals with dementia themselves, suggesting that
primary stressors such as cognitive status or perceived distress, and secondary strains, such as
managing close relationships (including the couple relationsifipred to as ‘dyadic strain’)
impact upon wellbeing (Judge, Menne, & Whitlatch, 2010). This model does consider couple
relationships in the context of coping with dementia, but as a strain to be managed

individualy, rather than as something shared by couple dyads (Judge et gl., 2010
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Dyadic coping

In couple dyads coping with physical illnesses, the concept of ‘dyadic coping’ has
been explored, defined as a stress communication process in which couples make shared
appraisals of stress and coping (Berg & Upchurch, 2007; Bodenmann, 2005; Foxwell &
Scott, 2011; Regan et al., 2014; Rottmann et al., 2015). Two models of dyadic coping have
been outlined: the systemic-transactional model (Bodenmann, 1995, 2005) and the

developmental-contextual model (Berg & Upchurch, 2007).

The systemic-transactional conceptualisation of dyadic coping (Bodenmann, 1995)
draws upon the transactional model of individual stress and coping (Lazarus & Folkman,
1984), but also draws upon systemic theory to highlight coping as a shared reciprocal process
(Bertalanffy, 1969). Dyadic coping is suggested to occur in interaction between both
members of the couple, involving perceiving and appraising pheiter’s view and re-
evaluating ad synthesising one’s own and one’s partner’s appraisal (Bodenmann, 1995).

Bodenmann (1995) suggests dyadic coping can be positive or negative and emotion-focused
or problem-focused, and distinguishes between different types, including, common dyadic
coping (the couple coping together in a joint way), supportive dyadic coping (one partner
supporting the other to cope), and delegated dyadic coping (one partner taking over

responsibility for coping for the couple).

The developmental-contextual model of dyadic coping with chronic illness (Berg &
Upchurch, 2007) (in Figures 2 and 3) suggests couples cope together as dyadic units,
highlighting the influence of both developmental and temporal processes (suggesting dyadic

coping may differ across time and life span development, including iliness stage).
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As outlined above, this model suggests dyadic coping involves shared dyadic appraisals of
the illness, its representation and ownership. It also highlights the influence of the specific
illness upon dyadic coping, including time course, consequences, and controllability. Berg

and Upchurch (2007) also emphasise contextual influences upon coping, distinguished as
proximal, such as relationship qugJiand sociocultural, such as culture or gender. Rather

than discrete categories, dyadic coping is conceptualised on a continuum where the spouse of
the person with the illness ranges from uninvolved (the person with the illness perceives
themselves as individually coping) to overinvolved (the person with the illness perceives their

supporting partner to be unhelpfully dominating) (Berg & Upchurch, 2007).

Dyadic coping in couples living with dementia

To the author’s knowledge, only one published study has investigated dyadic coping
in couples living with dementia (Hausler et al., 2016), measuring it quantitatively using the
Dyadic Coping Inventory [DCI] (Bodenmann, 2008). Findings suggested dyadic coping
mediates the relationship between stress and quality of life in spouse partners, but not people
with dementia (Hausler et al., 2016). However, as only the DCI total score was used as a
mediator, it was unclear which aspects of dyadic coping were involved (Hausler et al., 2016).
The strain that living with dementia places on a relationship may impact upon dyadic coping
(Braun et al., 2009). It has been suggested that dyadic coping theories may not be applicable
to couples living with dementia, due to its often progressive nature and associated cognitive
impairment (Martin, Peter-Wight, Braun, Hornung, & Scholz, 2009). Yet, the literature on
‘couplehood’, with couples sustaining their lives together, suggests that dyadic coping theory
may be applicable, particularly in earlier stages when there may bmjesd of dementia

upon cognition (Hellstrém et al., 2007; Merrick et al., 2016; Molyneaux et al.).2012



DYADIC COPING IN COUPLES LIVING WITH DEMENTIA

Applying dyadic coping theories to couples living with dementia has been suggested
to be an important task for future research, due to lack of clarity regarding the utility of
dyadic coping models (Braun et al., 2009). Some aspects of the Berg and Upchurch (2007)
model, such as consideration of both contextual and illness factors, may be helpful in
considering coping in couples living with dementia. However, some elements are more
uncertain, such as the extent to which appraisal and coping are shared, and which dyadic
coping strategies (Bodenmann, 2005) may be utilised by couples living with dementia

(Hausler et al., 2016).

This study thus sought to explore coping in couples living with dementia, within the
context of theoretical models of dyadic coping. It also aitaesplore couples’ experiences

of living with dementia, relating to factors that may influence dyadic coping.

Method

Design

The study design evolved following service user consultation with partners of people
with dementia, who felt that investigating dyadic coping using quantitative, questionnaire
methods was not appropriate for their experiences. Combined with lack of clarity in the
literature regarding the utility of dyadic coping models, this supported a qualitative approach
exploringcouples’ experiences of coping. Joint semi-structured interviews were conducted
with couple dyads living with dementia. Each couple was interviewed together, as a dyadic
perspective has been suggested only possible by inclhdilhgiembers of the dyad’s

perceptions, including observing their interaction (Braun et al., 2009). Interview data were
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analysed using framework analysis (Gale, Heath, Cameron, Rashid, & Redwood, 2013;

Ritchie & Spencer, 1994).

Qualitative methodology: Description and rationale Framework analysis was
chosen due to the exploratory nature of the study, as it involves development of themes,
focusing upon relationships within data, to make descriptive or explanatory conclusions (Gale
et al., 2013; Ritchie & Spencer, 1994). It uses a systematic and transparent framework matrix
approach, allowing data analysis by case and by theme (Gale et al., 2013; Ritchie & Spencer,
1994). A combined inductive and deductive analytic approach was used, allowing codes to be
generated from both data and pre-existing theory (Gale et al., 2013). Framework analysis was
also chosen as the study aim was to explore rather than generate theory, due to its flexibility
in being applied across theoretical and epistemological approaches (Gale et al., 2013), and as
it has been used to explore dyadic coping in dyads living with cancer (Foxwell & Scott,

2011).

Epistemological position.A “critical realist’ epistemological position was taken. This
stance makes positivist assumptions, such as a realist ontology that assumes there is an
objective reality independent of human consciousness (Maxwell, 2012). However, claims
about this reality and our understanding of it are socially constructed through language and

social context (Maxwell, 2012).

Participants

Participants were recruited using purposive self-selected sampling, according to set

inclusion criteria:

1. Aged over 18 and able to communicate verbally in English.
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2. Couples in a romantic relationship azmhabiting (including married/unmarried,
heterosexual/homosexual).

3. One partner had a dementia diagnosis of any type.

4. Couples had capacity to give informed consent to participate - assessed by ensuring
they met the four elements of the Mental Capacity Act (R005

5. The partner with dementia had mild to moderate dementia severity, such that they
were able to meaningfully participate in the interview - assessed using an inclusion
criterionof <1 overall score on the Clinical Dementia Rating scale [CDR] (Morris,

1993) (in Appendix B

Participants were recruited through local older peoples’ charitable organisations. The
researcher attended groups to introduce the study and distribute information booklets (in
Appendix C). Information booklets and recruitment posters (in Appendix D) were also sent to

groups, where staff assisted by identifying potentially eligible couples.

Sixteen couples contacted the researcher expressing interest in participating. Two
couples dropped out prior to meeting (one person became physically unwell and one person
no longer wished to participate), therefore the researcher met with 14 couples. Five were
subsequently excled, due to the person with dementia not meeting study inclusion criteria,
for lack of capacity to give informed consent and/or dementia severity. Participants therefore
consisted of nine spouse couples (N=18), recruited from six groups, from urban, semi-rural

and rural areas (in Table 3). All names are pseudonyms to protect confidentiality.
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Table 3

Participants’ demographic information

Couple Time since
nu_mil?)_er Pseudonyms Age Gender Ethnicity? Occupation dementia
— diagnosis
) White Retired
Oliver & Male English Manager
1 . )
White Retired
Wendy 86 Female English Administrator Two years
Brian 67 Male Wh'.te Ret_lred
5 English Engineer
White Retired
Glenys 67 Female English Teacher Four years
. Retired
Lucinda 78 Female W.h.'te Healthcare
British
3 Worker
White Retired
Vincent 79 Male . Construction  Ten years
British
Worker
Kenneth 74 Male W_h_|te Retired Driver
British
4 White Retired
Amanda 74 Female . Teaching Three years
British )
Assistant
. . White Retired
: Victoria 76 Female g Administrator
) White Retired
Simon 82 Male British Engineer Two years

Type of dementia Type and lengtt

Do the couple

diagnosis

Dementia with
Lewy Bodies with

Parkinson’s
disease.

Alzheimer’s
Disease.

Frontotemporal

dementia.

Alzheimer’s
disease.

Alzheimer’s
disease.

of relationship

have children?

Married, 40

years (second

marriage).

Married, 43
years.

Married, 59
years.

Married, 54
years.

Married, 50
years.

Not together.
Four children
from previous
relationships.

Yes, two.

Yes, three.

Yes, three.

No.
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Frank
6
Irene
Nancy
7
William
George
8
Sylvia
Yasmin
9
Alfred

70

72

73

83

69

69

58

74

Male

Female

Female

Male

Male

Female

Female

Male

White
British
White
British
White
English
White
English

White
British

White
British

White

British

Black
British &
Caribbean

Retired
Manager Married, 52
Retired Three vears Alzheimer’s years.
Administrator years disease.
Retired .
Administrator Married, 32
Retired ~years (second
Administrator Three years Vascular dementia  marriage).
Retired
H\?;é)rlitfglrty Married, 29
. years (second
Retl_req One year Alzheimer’s marriage).
Hospitality and 6 disease
Worker months. '
Retired Social
Worker Married, 29
. years (second
Retired One year Frontotemporal marriage for
Support and 9 !
dementia. Alfred).
Worker months.

Yes, two.

Not together.
Three children
from previous
relationships.

Not together.
Two children
from previous
relationships.

Yes, one.

3Participants’ ethnicities are presented according to how they described them. ® Some participants described the length of their relationship fro

the time they met whereas others described the length of their relationship from the time they were married.
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Procedure

Ethical approval and guidelines. Ethical approval was granted by the Salomons
Centre for Applied Psychology Ethics Panel at Canterbury Christ Church University (in
Appendix E). Throughout the study, the researcher considered the sensitive nature of the
research and adhered to the BPS code of ethics (BPS, 2009) and NHS values (NRS Healt

Research Authority, n.d.).

Study procedures, including measures and ethical considerationSouples were
telephoned to arrange an initial meeting, with all couples choosing to meet at home. During
the initial meeting, potential couple participants were firstly seen together for a general study
briefing, ensuring they had read the information booklet. Each person was then met
individually to assess their eligibility to participate, including assessing the person with
dementia’s capacity to provide informed consent using the four elements of the Mental
Capacity Act (2005) and their dementia severity by administering the CDR (Morris, 1993).

At the end of the initial meetinghe researcher sensitively discussed with couples whether
they met eligibility criteria and, if so, whether they would like to arrange an interview, or
preferred time to consider participating. All couples meeting eligibility criteria chose to be
interviewed. During the second meeting, prior to interview, participants were briefed (in
Appendix F), providing information regarding the purpose and nature of the study, and the
boundaries of confiderality. Participants’ understanding was checked by asking questions
guided by the principles of the Mental Capacity Act (2005). All participants completed the
study consent form to provide informed written consent (in Appenlife&ticipants were
informed that, should they find talking upsetting, they could choose not to answer any
guestion or stop the interview at any time. Participant demographic information was collected

using a standardised form (in Appendix Ahe interview schedule (in Appendix I) included
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questions about the couple’s relationship, their experiences of one partner receiving a

dementia diagnosis, their experiences of changes they may have noticed and how that may
have affected their relationship, how the couple felt they were coping with living with
dementia, and how they felt this may have changed. Following interview participants were
debriefed, discussing their feelings, experiences, and whether they felt they needed further
support. Participants were provided with written information on sources of support (in
Appendix J). All couples were offered and accepted a follow up telephone call by the
researcher (in Appendix K). Interviews were audio recorded and transcribed, and ranged from

1 hour 7 minutes to 2 hours 31 minutes, with an average length of 1 hour 28 minutes.

Quiality assurance.In line with the critical realist epistemology, the researcher
acknowledged their influence upon data collection and analysis (Gale et al., 2013; Maxwell,
2012). This was monitored using quality checks suggested to improve qualitative research
validity (Mays & Pope, 2000). The researcher maintained reflexivity by writing a research
diary (in Appendix L), bringing into awareness potential sources of bias, including
assumptions, feelings, experiences and characteristics, which were discussed in supervision.
Research supervisors were consulted throughout data analysis. Three transcripts were
indexed by an independent analyst, and all framework matrices were reviewed by another
independent analyst, with disagreements discussed and agreed. Due to the systematic and

transparent nature of framework analysis, there was a clear data analysis audit trail.
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Results

This study aimed to explore coping in couples living with dementia, within the
context of theattical models of dyadic coping. It also aimed to explore couples’ experiences

of living with dementia, related to factors that may influence dyadic coping.

Data analysis

Framework analysis was conducted following published guidelines (Gale et al., 2013;
Ritchie & Spencer, 1994). Following transcription and familiarisation with the data, including
initial line by line coding of three transcripts (example in Appendix M), an initial thematic
framework was created (in Appendix N). This was refined to create a working analytical
framework (in Appendix O), used to index the subsequent six transcripts. Data were charted
into framework matrices (spreadsheets) to summarise them by dyad and by theme (example
in Appendix P). This allowed further interpretation and refinement of the data and a final
thematic framework was created (theme descriptions in Appendix Q), which identified six
main themes and 11 subthemes (in Table 4). Themes and subthemes will be described, with
supporting quotes from all participants provided with pseudonyms (followéel by

indicating partner, ofPWD’ indicating person with dementia, and couple number).

Dementia awareness and ownership

Couples described difficulties due to dementia being either held in the awareness of
both partners, owned, accepted and understood as something shared, or, in the awareness of
and owned by either partner individually, sometimes denied by people with dementia. This
was seen to be associated with either shared or individual appraisals of stressors. Shared or
individual awareness and ownership of difficulties were evident, particularly in relation to the

dementia diagnostic process and to processes of acceptance versus denial.
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Table 4

Final thematic framework

Themes

1. Dementia awareness and ownershi

2. Emotional closeness

3. Responsibility

4. Individual needs and difficulties

5. Individual coping by people with
dementia

6. Wider social context

Subthemes

a, Dementia diagnostic process
b, Acceptance versus denial

a, Closeness and coping together
b, Distance and coping apart

a, Partners supporting their partner with demet
b, Loss of shared responsibility
¢, Loss of shared concerns

a, Individual impact of dementia
b, Partners of people with dementia’s own needs
and difficulties

a, Relationships and support
b, A ‘dementia friendly’ society

Dementia diagnostic processCouples either described both being unaware of initial

difficulties due to dementia, or difficulties being in the individual awareness of and owned by

one person, with their partner initially unaware of or not accepting their concerns:

Glenys (PWD2)1 did think there was something wrong, | did, yes.

Brian (P2):Yeah, I didn’t notice that you [Glenys] had a problem apart from the

normal sort of things. Being a silly woman... But she didn’t tell me, I didn’t know

about that until later.
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Sylvia (PWD8):I can’t say that I realised it. I think it was you [George] that
said it
George (P8)Yeah.

Sylvia (PWD8):I accused you [Georgef... lying to me.

Couples’ reactions to receiving the diagnosis were also described as being owned in

both shared and individual ways:

Oliver (P1):Well we both went downhill when you [Wendy] was diagnosed, let’s face
it, we were very emotional, we were crying together, and we didn’t know...it was early

stages...

Nancy (P7):l think William was more upset than me but then | supphs’s

natural because it’s him

Acceptance versus denialCouples described acceptance of difficulties as a way of

feeling more able to manage changes they were experiencing:

Victoria (P5):Yeah, we know it’s not going to get any better... We just live life, don’t
we? It is what it is...You just go with the flow... First it used to get to me but now |
just ignore it, put it back where it belongs. That’s the only way you can deal with it...
some battles you fight, some you don’t... You just cope with it... I think it’s happened

over such a gradual time you just sort of accept it as it goes along.

Couples also described having a shared denial of difficulties, as a way of coping with

their feelings:

Yasmin (P9):...we’re coming up now for two years since Alfred’s diagnosis and

Alfred and I have hardly ever had a conversation about it, it just doesn’t really get
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spoken about... I knew that Alfred, well I say I knew, I never discussed it with you,
but | kind of guessed that it was something that you felt should never be discussed,
nobody should ever be told, it was to be our secret. And so you kind of automatically,

out of respect, sort of go quiet about it... out of respect for you.

People with dementia particularly appeared to fluctuate between processes of both

acceptance or acknowledgement and denial or avoidance, perhaps due to lack of insight:

Vincent (PWD3):1It doesn’t affect our lives at all, dementia, does it?

Lucinda (P3):Yeah, it has to affect it some waysnéan, doesn’t it?

Vincent (PWD3):Doesn’t affect me!

Lucinda (P3): (LaughsYes,  mean, I can’t ... I have to think before I can make

arrangements if I’'m going to go out, I can’t, because Vincent can’t be left...

Emotional closeness

Couples’ relationships varied in terms of differences in emotional closeness; with

closeness associated with coping together and distance associated with coping apart.

Closeness and coping togethe€loseness was described in some couples
relationships in terms of them being positive and strong, accepting and celebrating each
other’s differences. Couples reported staying together through good and bad times, describing
continuity and growth in their feelings for each other over time in relation to coping together

with dementia;

Kenneth (P4)...it’s a new age of learning how to deal with each other, how to make
our life here in this home better, more understanding for each other’s problems and

yeah, I’ve developed a stronger love for you [Amanda]l didn’t think was possible.
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Closeness was associated with couples coping collaboratively and jointly, including
talking openly together, using humour together, trusting and relying on each other and

making an effort to continue joint activities together:

Kenneth (P4)We love reading. You’ll [Amanda]sometimes tell me where you’re at
you know... an important part of the story and you’ll allow me sometimes to tell you
something of mine, so we do love reading so we share that sort of thing. We love to

pray together, which is important for us, very important.

Couples also used strengths-based ways of coping together, including seeing the

positives and focusing on the present, and emphasising each other’s strengths and abilities:

Amanda (PWD4)1 know differently to what you’ve got in your head. Iknow that
you’re a very decent person and a loving person, and one that really thinks he can

make a big mess of things, but you don’t [Kenneth], you really don’t.

Oliver (P1):I’m lucky really because I’ve got you [Wendy], a person,
my other half, who actually wants to get better, shall we say, or
understands that she can’t get better, but you’re doing everything you

can to make life better for us both really.

However, despite current feelings of closeness, couples also hinted at concern about

not being together in the future with the progression of dementia:

Brian (P2):Well, we still feel the same for each other. Yeah, I’'m not on the verge of
kicking her [Glenys] out or anything like that.
Glenys (PWD2)No, I couldn’t... I couldn’t do it.

Brian (P2):I know, don’t worry.
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Sylvia (PWD8):I think he’s [George] trying to put me in a honfleaughs)
No, I shouldn’t have said that, should 1?
George (P8):Well I'll always be there... whatever.

Sylvia (PWD8):Not if you kick the bucket.

Distance and coping apartSome couples, even those who described coping
together, also described distance in their relationships, feeling frustrated, guilty, blamed or

misunderstood, and withdrawing from each other:

Kenneth (P4)1 wanted to run away, just to run... just the backing off running away

syndrome, I thought, I don’t need this.

Distance was associated with couples coping apart in ways that were conflicting or

disrespectful, such as arguing with each other:

Oliver (P1):...because I do shout at her [Wendy] at times, | must admit and regret it
afterwards.

Wendy (PWD1):He [Oliver] does come and apologise.

Some partners also highlighted their partner with dementia’s difficulties and decline:

Brian (P2): “There is very little she [Glenys¢an actually do now. She’s started
doing this colouring. Did | show you that last time? So you see what the colouring is

like, if you remember?

Responsibility

Couples described changes in responsibility in their relationships, with partners of

people with dementia taking over responsibility for coping, including supporting their partner
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with dementia, loss of shared responsibility, and loss of shared concerns. Although these
ways of coping were utilised to support both members of the couple, due to an apparent loss
of shared responsibility, it was questionable to what extent they were utilised in a shared way
by both members of the couple, or utilised solely by partners of people with dementia in an

individual way.

Partners supporting their partner with dementia. Partners helped and supported
their partner with dementia to cope in many ways, including focusing on practical ways of
support such as home adaptations, gaining knowledge siedr@sag more about dementia,

empathising with their partner, and trying to anticipate or prevent potential difficulties:

Frank (P6):Yeah, so it has been a question of trying to plan it you know... it’s trying

to think of things that will make it easier that take away that sort of, well as in you
know... she [Irene] has to sometimes check on the time so I make sure there are

clocks around & things like that but, because I know without it... it will cause her
upset and that won’t do her any good at all... so it’s certainly made me more aware,

and I have to think a lot more about what I’'m doing you know.

Partners also discussed finding ways for their partners with dementia to contribute to

tasks:

Brian (P2):But she [Glenys] does a very good job of peeling potatoes. And apples.

So it’s a case of I’ve got to find things that she can do and concentrate on that.

Partners also described supporting their partners with dementia by promoting their

cognitive function:
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Oliver (P1):1 try and make her [Wendyise her brain, in other words I’m trying to at
the same time she’s fighting what’s happening with her brain. Her brain is saying I’'m
going to de, not her, but the brain is dying, and I’'m just trying to get her to fight

against it by doing that.

Loss of shared responsibility Couples described changes in roles and power in their

relationships:

Nancy (P7):No, it has upset us both realiycause it’s altered all the dynamics in our
relationship. I feel that I’'m now a carer rather than a wife... Together, yeah. It’s our

life together that’s disappeared.

This was associated with partners taking over roles and responsibilities, which some
people with dementia mentioned finding difficult, or their partners acknowledged that this

may be difficult for them:

Victoria (P5):1 want him [Simon] to do things but you just go and do it yourself in
the end... But I think you find it quite hard, don’t you? | have to do everything, | do
make all the decisions, eh?

Simon (PWD5):Yeah.

Some couples described coping with changes in roles and responsibilities over the
course of their relationship (prior to living with dementia), which seemed to help them adapt

to this.

Couples described a loss of shared responsibility, with partners of people with

dementia describing feeling alone in discussions and decision making:
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Frank (P6):l guess that it more centres around the depth of our discussions or lack of
depth mw. Before we’d talk things through and come to an agreement and things,

whereas now although we talk about things | generally will deal with them and very
often not bother Irene with it... So that’s the way it’s changed... dealing with

dementia is like having a small child but in reverse.

Partnersincreased responsibility was also associated with couples spending more
time together, with some partners of people with dementia experiencing a loss of their own

meaningful activities:

Brian (P2):1t used to behat I’d go fishing but I don’t do that anymore because I

can’t leave Glenys for 12, 14 hours which is what it might be on occasions. I don’t

get to do any woodturning now. That’s only out in my back shed. Because if I went

out there and disappeared for most of the day or something | know Glenys is just
sitting in here not doing anything. And she can’t very well come out and follow me

out there, just sitting there getting covered in sawdust.

Loss of shared concernsCouples described changes in interaction, including doing
activities physically together but not engaging with each other, and a loss of empathy and
shared understanding. Partners also described hiding their emotions or concerns from their
partner with dementia, and feeling they could no longer talk openly together, or finding this

uncomfortable:

Kenneth (P4)...and the memory you know, try not to hurt her [Amanda] by saying
the wrong... learning not to banter with her so much, she doesn’t like bantering.
Amanda (PWD4)Well it just depends Kenneth on the day.

Kenneth (P4)Okay.
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Amanda (PWD4)Go on, if you want... look, would you rather I went out...
Kenneth (P4)No, no.

Amanda (PWD4)...and you can talk...

Kenneth (P4)We’re here together.

Amanda (PWD4)i know, | know love, | know.

Couples often had different explanations for or perceptions of difficulties, situations
or experiences, with differences of opinion often conceded to by partners of people with

dementia to avoid disagreement or conflict:

Irene (PWD6):Well there’s always the garden dear that we can do.

Frank (P6):Yes dear, I have tried to get you involved this year, but... (Laughs)

That’s another thing that Irene used to always take the lead in the garden.

Irene (PWD6):l was the gardener. But he took over you see so | let him get on with
it.

Frank (P6):Ididn’t... I won’t argue.

Irene (PWD6):Well it’s true.

Individual needs and difficulties

Couples described the influence of each person’s needs and difficulties upon how they
coped as a couple, including the individual impact of dementia upon the person with
dementia, and the influence of partners of people with dementia’s own needs and difficulties,

such as health conditions or caring responsibilities.

Individual impact of dementia. People with dementia were affected in a number of
ways, including changes in mood, personality, behaviour, sleep, perceptual experiences, and

cognition. People with dementia also experienced significant losses, including hobbies,
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working or volunteering, and driving. These changes and losses affected how couples felt

able to cope with their daily lives and their relationships with each other:

Yasmin (P9):It was as if | was looking at Alfred through a camera and somebody had
changed the lens. So it was the same person | was looking at, but they were just not

quite in focus anymore.

Partners of people with dementia’s own needs and difficulties. Partners’ own
needs and difficulties, including health conditions (three partners disclosed they had cancer),
or other caring responsibilities outside of their relationship, interacted with couples’ lives
together and therefore affected coping. Partners described feeling selfish putting their own
needs before their partner with dementia’s needs, and how challenging it could be to balance

these:

Yasmin (P9)I have cancer... I think it’s important because that is being played out
alongside the dementia... So the two keys things in how we plan and how we deal
with our life, the backdrop, what underpins both is Yasmin’s cancer and Alfred’s

dementia. So how the two fit together.

Some partners were concerned that deterioration in their own health may affect thei

partner with dementia if they were no longer able to support them:

Brian (P2):A big worry, a big, big worry is not if Glenys gets ill, it’s if I get ill.
Because, come what may, me being ill or otherwise | have to look after Glenys. She
cannot look akr me apart from doing odd simple jobs...So, really my biggest fear is

if | was seriously ill, what could we do about it?
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Individual coping by people with dementia

People with dementia usacdhumber of personally meaningful ways of individually
coping with dementia, therefore maintaining personal agency and identity. These included
religious coping (using their faith to help to manage difficulties), and problem focused coping
(using practical ways to try to minimise difficulties), such as using environmental cues to aid
memory, seeking information, focusing upon personal strengths and abilities, monitoring

themselves and their activities, and using cognitive stimulation to promote cognitive function:

Alfred (PWD?9): Because I’'m so mindful now... I will say, “I’m going to put them

here. Alfred, you tell yourself you’re putting them there”... and I’ve got to get my

things in order... So it’s not a game but I am keeping my eye on the ball... And since

those days began | habeen watching myself, that’s the one thing I can do that’s

100% correct... I hope that won’t give me too bad a dose of it... the things I do, I

would call them my form of brain exercises and memory tests. But to explain them to

anybody I can’t, because I know the tasks that | put myself through on a daily basis.

People with dementia also described trying to prevent decline and promote wellbeing

through exercise and healthy eating:

Vincent (PWD3):1 can’t do nothing about my brain but I can do about my physical

thing, you know, like getting out and eating proper and all things like that...

Partners found these strategies helpful in continuing to recognise and appreciate key

aspects of their partner’s personality:

Yasmin (P9):So knowing that Alfred, that key element of what I call my original

Alfred, that key characteristic is still there working away, that, “I will monitor
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everything, I will eat the healthiest I can, I will stay as fit as I possibly...” that core
element of Alfed’s personality, the fact that that is still there and I see it every day...

it becomes more manageable because I look and I think, “Okay, that’s the bit of my

Alfred that’s still here”, yeah.

Wider social context

Couples described the influence of their wider social context upon coping, including
positive and negative experiences of support from family, friends, healthcare services and
support services. Couples also discussed the importance of the societal context, including the

importance of ‘friendliness’ from others.

Relationships and supportMany couples described loss and withdrawal from social
relationships. They described friends withdrawing from them, and feeling unable to have
open discussions about dementia, due to others feeling scared or embarrassed. Couples also
described people with dementia no longer being able to engage in social hobbies, or
withdrawing from others as a form of self-protection. Couples also discussed a lack of care or
understanding from others, including healthcare services, which they felt negatively affected

their ability to cope:

Nancy (P7¥: Then she came back and she said the diagnosis was vascular dementia,
for which nothing can be done. And she left us with some leaflets and that was it.
William (PWD7): Well, | think | was looking towards the _ Centre and | felt at

the time when the diagnosis came through, I felt I didn’t get much sense out of them.

Nancy: Yeah, we bth felt there wasn’t much support given. It was just, well, “This is

the diagnosis, nhing can be done, that’s it.”

William: Tough.
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However, couples also described valued social relationships, emotional and practical
supportfeeling able to be open about dementia with others, and talking to others in similar

situations at support services:

William (PWD7): Some of it you think it’s a load of rubbish but it makes me so I can
come out of myself a little bit more... when | firstiweo it, it was a bit, oh, we’re
playing silly games but you still do it and it makes you realise how you rely on other

people.

Couples also described feeling contained within a supportive family:

Lucinda (P3): ...a positive change is that we’re much closer as a family because
we’ve had to be, you know... because it’s brought us all closer together, hasn’t it,

really?

A ‘dementia friendly’ society. Couples felt that an important influence upon coping
was how dementia was portrayed in society, including in the media. Couples described a lack
of understanding of dementia, but also acknowledged the influence of increased recognition
of dementian society. They expressed the importance of ‘friendliness’, being treated in a

helpful and respectful way by others:

Yasmin (P9)....from what I’ve heard about the dementia friendly programme it’s
supposed to be really good, because... such as shopkeepers and hospitals... they’re all
receiving some kind of training on people with dementia who are fairly early on in

their journey, out there amongst us.
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Discussion

In exploring coping in couples living with dementia, within the context of theoretical
models of dyadic coping, findings suggthat couples’ individual or shared awareness and
ownership of dementia influenced individual or shared appraisals of dementia. Findings also
suggested varying emotional closenessvirples’ relationships, with closeness associated
with coping jointly together, and distance associated with coping apart, sometimes in
conflicting ways.Couples’ relationships involved changes in responsibilitwith partners of
people with dementia taking increased responsibility for coping, including supporting their
partner with dementia, loss of shared responsibility, and loss of shared concerns. Although
utilised to support both members of the couple, due to loss of shared responsibility it was
guestionable to what extent they were utilised in a shared way by both members of the

couple, or utilised solely by partners of people with dementia in an individual way.

This study also suggested a number of factors that may influence dyadic coping in
couples living withdementia, including the influence of each person’s needs and difficulties
(both the individual impact of dementia upon the person with dementia, and the influence of
partners of people with dementia’s own needs and difficulties, such as health conditions or
caring responsibilities). Individual coping by people with dementia may also influence dyadic
coping, maintaining thepersonal agency and identity, and their partners continuing to
recognise key aspects of their personality, therefore strengthening couple relationships. The
wider social context may also influence dyadic coping, in terms of positive or negative
relationships and suppopiarticularly ‘friendliness’ from others, affecting couples’ ability to

cope.

The finding ofcouples’ individual or shared awareness and ownership of dementia,

suggesting both individual and shared appraisals of dementionsistent with the dyadic
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coping model of Berg and Upchurch (2007) highlighting the influence of illness appraisals
ard ownership. People with dementia particularly seemed to go through processes of denial,
associated with a lack of shared dyadic ownership and understanding of difficulties. Denial
has been described as a grief reaction, a psychological response to the deteriorating and
terrifying nature of dementia (Bender & Cheston, 1997; Kitwood, 1997). People with
dementia may also demonstrate lack of insight due to difficulties associated with dementia
(Pinner, 2003). It has been suggested that couples living with dementia move between closed
communication (with no recognition or discussion of dementia) and open communication
(involving full discussion of dementia), with open communication suggested the most
adaptive (Marwit, Meuser, & Bryer, 2005). However, the literatur&couplehood’ suggests

that closed forms of communication, such as denial, may be a helpful, appropriate way of
couples’ coping at particular stages in their dementia journey, such as seeking to adaptively

normalise and reframe their experiences (Hellstrom et al., 2007).

The study finding of closeness and coping together is consistent with the
‘couplehood’ literature, suggesting couples develop strategies to sustain their lives together
(Ablitt et al., 2009; Hellstrom et al., 2007; Merrick et al., 2016; Molyneaux et al., 2012;
Wadham et al., 2016). A number of study findings are similar to types of dyadic coping
(Bodenmann, 2005), with coping together akin to common dyadiagand distance and
coping apart akin to negative supportive dyadic copiighin the theme responsibility,
partners supporting their partner with demerstisimilar to supportive dyadic coping
(Bodenmann, 2005), and loss of shared responsilslgynilar to delegated dyadic coping
(Bodenmann, 2005), or consistent with concepts of overprotection (Coyne & Smith, 1991)
and overinvolvement (Berg & Upchurch, 2007), potentially difficult for people with
dementia. Loss of shared interaction appears similar to the concept of protective buffering

(Coyne & Smith, 1991), and is also consistent Withuplehood’ literature themes of
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‘keeping the peace’ (Hellstrom et al., 2007), involving ‘knowing the triggers’ (being aware of

how to avoid negative reactions) and ‘not responding’ (not engaging in conflict).

Although findings appear consistent with types of dyadic coping, appraisals of
dementia were often individual rather than shared. There were examples of both partners
coping jointly, however, cougd’ accounts were characterised by partners of people with
dementia taking responsibility for coping, consistent with literature on the impact of dementia
highlighting a lack of reciprocity (Baikie, 2002; Balfour, 2014; Svanstrom & Dahlberg,

2004). In couples living with dementia, there may be a loss of shared responsibility for
coping, managing stressors which impact cognitive functioning. Coping for couples living
with dementia thus appears different to theoretical models of dyadic coping (Berg &
Upchurch, 2007; Bodenmann, 2005), due to a lack of shared dyadic appraisals of stress and

dyadic coping occurring in interaction between both members of the couple.

The quantitative findings of Hausler et al. (2016), that dyadic coping mediated the
relationship between stress and quality of life in spouse partners but not people with
dementia, may also highlight a lack of shared responsibility for coping. The current study
therefore adds to the literature on dyadic coping in couples living with dementia, by
delineating which aspects of dyadic coping may be involved, as well as suggesting a numbe

of factors which may influence dyadic coping.

The influence of individual needs and difficulties is consistent with the model of Berg
and Upchurch (2007) suggesting the influence of life span development upon dyadic coping.
Couples in the present study were generally in older adulthood (mean age 74), characterised
by numerous stressors including multiple chronic illnesses (Berg & Upchurch, 2007).

Couples were also in long-term marriages (mean marriage length 43 years), associated with
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increased marital satisfaction involving less conflict and more affection, in turn associated

with better adjustment to chronic illness (Berg & Upchurch, 2007).

Findings on individual coping by people with dementia add to the scant literature on
coping by people with dementia, including utilising their strengths and abilities, which may
improve their sense of mastery and quality of life (Bender and Cheston, 1997; Clare, 2002; de
Boer et al., 2007; Woods, 2001). The influence of the wider social context upon dyadic
coping is consistent witBerg and Upchurch’s (2007) model highlighting the influence of the
sociocultural context. BPS (2016) and DoH (2016) guidelines also stress the importance of

improving awareness and understanding of dementia within society.

Overall,the present study suggested that couples’ appraisals and ownership of
dementia may often be individual rather than shared, there may be a loss of shared
responsibility for coping, with partners of people with dementia taking responsibility fo
coping, likely due to the impact of dementia upon cognitive functioning. However, findings
suggested that, despite experiences of distance and coping apart, couples living with dementia
may utilise strengths-based ways of coping collaboratively togetitethat couples’ ability
to maintain closeness in their relationship may be associated with joint coping. It was also
found that people with dementia may utilise personally meaningful ways of individual
coping, maintaining their personal agency and identity. These novel findings thus highlight
the resilience of people with dementia, and the abilities of couples living with dementia to
maintain close and nurturing relationships, which may facilitate individual and joint coping,
despite difficulties associated with dementia. Findings also suggest the influence of the wider
social and societal context upon coping, also highlighting the importance of these strengths

being recognised and supported by the systems around couples.
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Practice implications

Although NICE (2006) guidelines recommend access to psychological interventions
for ‘carers’, they suggest limited involvement of people with dementia. BPS (2016)
guidelines suggest psychological interventions should be provided to people with dementia
and family members, including systemic family or couple therapy, promoting adjustment and
coping. The findings of this study suggest that psychological therapy may be helpful for
couples by facilitating dyadic adjustment and coping, helping them to draw upon strengths
and abilities, to sustain closeness in their relationship and to process changing factors

influencing dyadic coping.

Practitioners also have an important role in facilitating couples livingdeittentia’s
communication when they may experience differing beliefs or realities, involving a person-
centred approach, including respect, compassion, flexibility, and exploring and making sense
of experiences together (Stokes & Kousoulis, 2017). Psychological therapy may support
couples to recognise ways in which people with dementia might cope individually, to support
their quality of life and strengthen couples’ relationships. Psychologists also have a role in

promoting the support of people with dementia and their families within society (BPS, 2016).

BPS (2016) and DoH (2016) guidelines also highlight the importance of sensitive
communication of a dementia diagnosis and high quality post-diagnostic support. However,
this was not the experience of some couples in the present study, highlighting a possible need
for services to improve understanding ance@ard to meet policy standards, consistent with

the BPS (2016) highlighting an..urgent need to address the gap in provision” (p. 1).
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Limitations

Sample.The study has a relatively small, self-selected sample, and findings may not
be transferable to other couples living with dementia. Recruitment was difficult, as some
partners staidthey did not wish to participate due to being unwilling to discuss their
experiences openly with their partner with dementia. This is consistent with study findings of
some couples’ difficulty with open communication, suggesting that coping with dementia
often does not involve shared dyadic appraisals, understanding and interaction. It is also
possible that couples who participated had different experiences of coping, which may have

influenced findings.

All participants were heterosexual married couples and most participants were white
British, therefore findings may not be consistent with the experiences of people who identify
with other sexualities, ethnicities or cultures. The sample varied in dementia type, with nine
participants with dementia having four different types. This may have been a strength, as
broader experiences may have been gained, however, it may also be a limitation as it may

have restricted a more focused perspective upon dyadic coping within one dementia type.

Design.The use of an exploratory qualitative methodology allowed for detailed
exploration of couples’ experiences, but is open to bias. Quality assurance techniques were
used to reduce bias and the researcher maintained an awareness of their influence upon data
collection and analysis, particularly regards evaluations of coping and the potential to be co-
opted into couples’ constructions of their experiences, using supervision and reflective

practice to explore this.

The crosssectional nature of the study presents a snapshot in time of couples’

experiences of coping with dementia. Due to sindjusion criteria requiring participarits



35
DYADIC COPING IN COUPLES LIVING WITH DEMENTIA

informed consent, participants with dementia were generally in the earlier stages. The study
does not therefore capture the impact upon dyadic coping of changes in the disease process
over time, which may be particularly important given the often degenerative nature of
dementia. Berg and Upchurch (2007) highlight the influence of temporal processes,
suggesting that dyadic coping may change over time, across different illness stages. It is
hypothesised that as dementia progresses in severity, further changes in the couple

relationship, such as further loss of reciprocity, are likely to result in loss of dyadic coping.

The study had a number of strengths, particularly the inclusion of people with
dementia, consistent with government policy on research priorities (DoH, 2016), as their
voices are often unheard (Molyneaux et al., 2012). Due to the paucity of research
investigating dyadic coping in couples living with dementia, the qualitative design suited the

exploratory nature of the study, with findings significantly adding to the literature.

Future research

Considering theresent study’s limitations, it may be important for future research to
explore influences of ethnicity or culture, sexuality, dementia type and severity upon dyadic
coping in couples living with dementia. Longitudinal research is needed to identify how
dyadic coping may change with disease proeggsger time. In future studies it may be
helpful to interview couples both together and separately, to further explore the theme of
open and closed communication and how this may affect dyadic coping. Due to the
differences found between dyadic coping models and the experiences of couples living with
dementia in the present study, future qualitative studies could seek to develop a grounded

theory of dyadic coping in couples living with dementia.
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Conclusions

Overall, findings suggestlthat couples living with dementia may utilise a number of
ways of coping consistent with models of dyadic coping (Berg & Upchurch, 2007;
Bodenmann, 2005; Coyne & Smith, 1991). Coup#dslity to maintain closeness within their
relationship, consistent with theouplehood’ literature (Hellstrom et al., 2007) may be
associated with joint coping, despite experiences of distance and coping apart. However,
couples’ appraisals of dementia were often individual rather than shared and dyadic, and
coupks’ accounts were characterised by partners of people with dementia taking
responsibility for coping, consistent with the literature highlighting a lack of reciprocity
(Baikie, 2002; Balfour, 2014; Svanstrom & Dahlberg, 2004). In couples living with dementia,
there may be a loss of shared responsibility for coping, resulting from the impact of dementia
upon cognitive functioning. Coping in couples living with dementia thus appears to differ
from theoretical models of dyadic coping (Berg & Upchurch, 2007; Bodenmann, 2005), due
to a lack of both shared dyadic appraisals of stress, and dyadic coping occurring in interaction
between both members of the couple. Due to the paucity of research investigating dyadic
coping in couples living with dementia, this exploratory study significantly adds to the

literature.
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Data extraction form

Source
(Authors, year and
country):

Methods
(Design and
methodology):

Participants

(Sample size and
characteristics):
Interventions
(Description, number,
facilitators):

Outcomes

(Analysis type, outcome
and time points):

Results

(Main findings, any
missing participants, p
values/confidence
intervals/effect sizes
reported?):

Miscellaneous
(Funding source, key
conclusions, and any
other comments):

Based on the checklist for data collection or data extraction in the Cochrane Handbook for

Systematic Reviews of Interventions (Cochrane Collaboration, 2011).



Appendix B

Clinical Dementia Rating scale [CDR] (Morris, 1993)
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Appendix C

Study information booklet

(Provided to couples as an A5 booklet)

Couples coping with dementia —

A research study

| would be grateful if you would consider taking part in a research study
looking at coping and relationships in couples where one partner has dementia

Canterbury
Christ Church
Unnersity

Salomans Cembe Jor Applied #iychalogy
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Version 3 17.07.16

Information about the research

Title of research: An exploration of dyadic coping in couples living with dementia

| am very interested in understanding how couples cope together (known
as dyadic coping) after one partner has received a diagnosis of dementia.

| would be very grateful if, after reading this information booklet, you
not to take part, it is important that you understand why the research is

being done and what it would involve. Please feel free to talk to others,
such as family or friends, about the study if you wish.

Fay Bolsover,
Trainee Clinical What is the purpose of the study?

Psychologist, | am interested in exploring how couples cope together after one partner
Canterbury Christ receives a diagnosis of dementia. There are a number of things which might
Church University. | influence this, for example ways of relating to and communicating with

each other, or one partner having difficulties with thinking or memory.

By interviewing you and your partner, | hope to gain insight into how you cope together
living with dementia, including perhaps helpful ways that you may have found to cope
together with difficulties. | hope that this will help healthcare professionals to offer the best
possible support to couples.

Why have | been invited?

I am inviting couples to help me with my research, where one partner has received a
diagnosis of dementia and both partners are able to meaningfully take part in an interview
with me. | am interested in hearing from couples who are living together and where both
members of the couple feel that they would like to talk to me about their experiences. | am
hoping to recruit up to 15 couples to the study.

Do | have to take part?

It is up to each individual person to decide whether or not to join the study. As | am
interested in hearing from couples together, both people must be willing to take part. If you
as a couple both agree to take part, you will both be asked to provide informed written
consent. Either of you would be free to withdraw from the study at any time, without giving
a reason. This would not affect the care that either of you receive.

What will happen if we decide to take part?

If you feel that would like to take part, | would be grateful if you could please contact me —
please see the ‘How to contact me’ section at the end of this booklet. | will then contact you
by telephone to arrange an initial meeting with you both. At this meeting | will ask you both
some questions, simply to be sure that you are eligible to take part. This will include asking
about difficulties one partner might be experiencing due to dementia. This will also give you
the opportunity to ask me any questions that you may have about my research. If you are

would consider helping me with my research. Before you decide whether or
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eligible to take part, and you would both like to proceed, you will both be invited to meet
with me again, as a couple, to take part in a joint interview. Before doing so, | will ask you to
sign a consent form, confirming that you have read this information booklet and that you
have had any questions answered.

The interview will include questions about whether you feel there have been any changes
since one of you received a diagnosis of dementia, how you have both coped with any
difficulties and whether you feel there have been any changes in your relationship. | expect
the interview to take about an hour, and | will record the interview on my digital data
recorder. At the end of the interview there will be time to discuss your experience and how
you are both feeling. You will be able to contact me after the interview should you have any
guestions afterwards. Following the interview, you will not be required to do anything
further. You will have a copy of this information booklet and signed consent form to keep.

Expenses and payments

Unfortunately, | am not able to provide payment to participants in the study. If you travel to
the interview, | am able to reimburse travel costs up to £10 per person. Interviews can take
place at a convenient place of your choosing, either in your home or somewhere in the
community, for example a private room in a local community centre or library.

What are the possible benefits of taking part?

| do not anticipate that there will be direct benefit to you from taking part in the study,
although some people find it helpful to talk about their experiences. | hope that the
information gained from the study will help to inform the support and treatment provided
to couples such as yourselves. At the conclusion of the study, you will be sent a written
summary of my findings by post.

What are the possible disadvantages and risks of taking part?

| anticipate that the disadvantages and risks of taking part in the study will be minimal.
There is a possibility that you may feel upset during or after the interview. If there are
guestions that you find intrusive or distressing, you are free not to answer them or to
withdraw from the study. There will be some time at the end of the interview to discuss
how you are feeling. | will also discuss with you if you feel that you might need any further
support and if so what kind of support you feel that you might need. | will provide you with
written contact details for sources of support and you will also be able to contact me if you
would like my help in seeking further support.

What will happen if | don’t want to carry on with the study?

You are free to withdraw from the study at any time — before, during or after the interview.
If you decide to withdraw after being interviewed, your interview will be removed from the
study and destroyed.

Will the information | provide be kept confidential?

All information collected about you during the course of the research will be kept strictly
confidential, meaning that it will only be accessed by the researchers and not shared with
anyone else. However, if during the course of the study | become aware of a risk of harm to
yourselves or others, | would discuss this with you and would be obliged to take an
appropriate course of action. This may be simply providing you with contact details for
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sources of support, or perhaps contacting an appropriate health professional such as your
GP.

Your information will be stored securely in locked cabinets or on password protected
computers. Information collected during the interview will be given a number so that it will
not be possible to identify you from it, and it will be kept separately from any information
that is identifiable, such as your name and contact details. Your information will only be
used for the purposes of this research study and it will be kept for 10 years, after which it
will be disposed of securely.

What will happen to the results of the research study?

After the end of the study, | will send you a written summary of my findings by post. | intend
to publish the findings in an academic journal, including short sections of interviews. All of
the information will be assigned a number and/or a different name, so that will not be
possible to identify you in any report or publication.

Who is organising and funding the research?

| am conducting this research project for my Doctorate in Clinical Psychology course. It is
being organised through and funded by Salomons Centre for Applied Psychology,
Canterbury Christ Church University. The study is being supervised by Clinical Psychologists
Dr Kate Foxwell and Dr Paula Redmond.

Who has reviewed the study?

The research has been assessed by a group of people called a Research Ethics Committee to
make sure that it meets certain standards. This study has been reviewed and approved by
Salomons Centre for Applied Psychology, Canterbury Christ Church University Research
Ethics Committee.

What if there is a problem?

Any complaint about the way you have been treated during the study will be addressed. If
you have any concerns about any aspect of the study, please speak to me in the first
instance and | will do my best to answer your questions. Please see ‘How to contact me’
below. If you would prefer to speak to one of the study supervisors, please say that your
message is for Dr Kate Foxwell, who will return your call.

If you remain unhappy and would like to complain formally, you can do this by contacting:
Professor Paul M Camic, Research Director, Salomons Centre for Applied Psychology
Canterbury Christ Church University, Broomhill Road, Tunbridge Wells, Kent TN3 OTF
Telephone: 0333 011 7114 Email: paul.camic@canterbury.ac.uk

How to contact me

If you would like to take part in my research, or would like to speak to me about it, | would
be very grateful if you could please leave a message for me on a 24-hour voicemail phone
line on 0333 011 7070. Please say that the message is for me, Fay Bolsover, and leave a
name and contact number so that | can get back to you. Or you can email me on:
f.e.bolsover87@canterbury.ac.uk

Thank you very much for taking the time to read this information.



mailto:paul.camic@canterbury.ac.uk
mailto:f.e.bolsover87@canterbury.ac.uk

Study recruitment poster
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Appendix D

Couples coping with dementia: A research study

Fay Bolsover,
Trainee Clinical
Psychologist,
Canterbury Christ
Church University.

| am interested in understanding more about

how couples cope together after one partner
receives a diagnosis of dementia. | hope that

this will help healthcare professionals to offer
the best possible support to couples.

| would be very grateful if you would consider
taking part in my study. | would really like to
hear from couples who are living together,
where one partner has received a diagnosis of
dementia, and where both of you would be
interested in taking part in a joint interview
with me about your experiences.

If you are interested in taking part or would like further information,
please telephone 0333 011 7070 and leave a message for me on a 24-
hour voicemail phone line. Please say that the message is for me, Fay
Bolsover, and leave your name and contact number so that | can get
back to you. Or please email: f.e.bolsover87@canterbury.ac.uk

Canterbury
Clhr.-s‘{ Church
Unmnersity


mailto:f.e.bolsover87@canterbury.ac.uk

Appendix E

Ethics panel approval letter

This has been removed from the electronic copy.

17



18

Appendix F

Participant briefing prior to interview

An exploration of dyadic coping in couples living with dementia

Interview briefing

- This interview is about meeting with couples where one partner has received a diagnosis éddement
to find out more from them about their experiences of living together, perhaps unhelpful and helpful
ways that they might have found to cope together, and what kinds of things may influence this. This is
an opportunity for you to talk about and share your experiences and what it feels important to you to
discuss.

- | am a trainee clinical psychologist at Canterbury Christ Church University ane$eiarch study is

part of my doctorate in clinical psychology qualification. Everything you say to me will remain
confidential, meaning that it will not be shared with other people outside the research study. The only
exception to this would be if you let me know that you or someone else were at risk of harm from
themselves or others, and then it would be my duty to inform someone of this. | would hope to be able
to discuss this with you before | did this. You are welcome to talk with anyone else about the
interview.

- | hope that you will find talking together helpful in some way, however, sometimes people find
talking about things upsetting. You are welcome not to answer any questions that you do not wish to,
and can ask to stop the interview at any time. At the end of the interview, we will spend a short time
together to talk about your experiences of doing the interview. If anything feels upsetting we wil
spend some time talking about this, and thinking about what support you might need.

- Do you have any questions?

- Do you give your consent to participate?

(Explain and go over the consent form).
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Appendix G

Study consent form Canterbury
Christ Church

Unnersity

Consent Form Version 3 12.07.16

Title of project: An exploration of dyadic coping in couples living with dementia
Name of researcher: Fay Bolsover

Please initial the boxes:

1. I confirm that | have read and understand the information booklet
dated 17.07.16 (version 3) for the above study. | have had the chance
to consider the information, ask questions and have had my questions
answered in a way which | am happy with.

2. l understand that my taking part in the study is of my own free will,
and that | am free to withdraw at any time without giving any reason,
without my rights being affected.

3. l understand that my interview will be recorded and that my
information collected during the study may be looked at by the
researcher Fay Bolsover and supervisors Dr Kate Foxwell and Dr Paula
Redmond. | give permission for these individuals to look at my
information.

4. | understand that the results of my information (which it will not be
possible to identify me from) may be written up and published in an
academic journal, including short sections of interviews such as
quotes.

5. 1 agree to take part in the above study.

Name of Participant:
Date: Signature:
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Participant demographic information form

Demographic questionnaire

20

Full names:

Address:

Telephone number:

Email address:

Age:

Gender:

Ethnicity:

Occupation (current):

Occupation (former):

Length of relationship/marriagg

Children:

Time since first noticed

difficulties:

Time since dementia diagnosi

Type of dementia diagnosis:




1)

2)

3)

4)

5)
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Appendix |

Interview schedule

Interview questions:

(To both members of the couple]’d like to start by asking you both some questions about your
relationship if that’s ok?

- Can you tell me how long you have been together for as a couple?

- Are you married/in a civil partnership?

- Do you have any children together?

- (To each person in turMhinking over the time you’ve been together, how would you describe your
relationship?

(To both members of the couplel’d like to ask you both about your experience of (name)
receiving a diagnosis of dementia.

(To each person in turn)Can you please tell me, in your own words, your story of what
happened?

- Can you tell me how long it is since (you/name) first started experiencing difficulties?

- When did each of you first notice difficulties? Who was more aware of the problem?

- You’ve told me that it’s X months/years since (name) received a diagnosis - can you tell me what
you thought and felt at that time?

- What happened after that?

(To each person in turn)Since (name/you) received a diagnosis of dementia, have there been
any changes that you have been particularly aware of? This could be changes for you, or your
partner, or as a couple.

- What do you think (name of partner) would say about these changes?

- Who would you say is more concerned about these changes?

- Have there been any more positive changes?

(To each person in turn)Do you feel that there are any ways in which (name/you) receiving a
diagnosis of dementia may have affected or changed your relationship as a couple?
- Have there been any positive changes or new opportunities?
- Do you feel that your roles have changed in any way?
- Currently, do you engage in any activities together (e.g. gardening, listening to music, going
for a walk)? Has there been any impact upon how you spend time together or how much time
you spend together?
- Could you tell me about anything that has not changed?

(To each person in turn)Currently, how do you feel that you are both coping with these/any
changes?

What sort of ways have you both used to try to cope? Could you please give me some examples of
this from your day to day lives?
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- Are there any areas that you are finding it more difficult to cope with? What would you say (name
of partner) might be finding more difficult to cope with? Are there any situations in which you are
finding coping more difficult?

- Are there any areas that you feel you are coping with well? What would you say (name of partner)
might be finding a bit easier to cope with? Are there any situations in which you are finding it
easier to cope?

(To each person in turn)Do you think (name of partner) would say that your ways of coping
with any difficulties together as a couple have changed since (name) received a diagnosis of
dementia?

If yes— how did you deal with problems or challenges before receiving a diagnosis and how does that
compare to now? Could you please give me some day to day examples of this?

- To what extent do you feel that you are currently coping as individuals or as a couple? Has this
changed from the time before receiving a diagnosis? Could you please give me some examples of
this?

- Do you foresee any further changes in how you might etqmether or individually?
(To both members of the coupleDo you think other people, such as family or friends, might

notice any changes in your relationship, or the ways in which you are coping as a couple? What
might they say?

(To both members of the coupleWhat has it been like for you both to talk together about this
here today?

Is there anything we haven’t spoken about that you think it is important to say?

I’m very grateful to you both for talking to me today. Is there anything that you would like to ask?

Thank you for answering my questions.

Interview debriefing

Thank you both for taking part in the interview. As | said at the beginning of the interview, we now
have a short time together to talk about your experiences of doing the interview, how you are both
feeling now, and any support you both feel you might need?

Would you like me to check in with you by phone in a few days to see how you are both doing?

(Provide written information on sources of support).
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Appendix J

Example of written information on sources of support provided to participants

Support following the research interview

Following the interview, | will ask if you would like me to telephone you in the next week to
see how you are both feeling. There is the possibility that you may have found talking about
things during the interview upsetting. You may feel that you have someone to talk to about
how you are feeling, such as friends, family, charity workers or healthcare workers.
Alternatively, you might feel that you would like to receive further support. You may like to

talk to your GP. You may also find the following sources of support helpful to you:
Admiral Nursing Dementia Helplin@800 888 6678

Alzheimer's Society National Dementia Helpli®800 222 1122

Age UK Advice Line: 0800 169 65 65

Carers First: 0300 303 1555

Your local sources of support are:

Alzheimer’s Society [insert name of participants’ local branch]
Telephone[insert local branch telephone number]

Age UK [insert name of participants’ local branch]

Telephone[insert local branch telephone number]

If you are unsure or have any questions, or if you would like some help with seeking support,
please contact me ltiglephoning 0333 011 7070 and leaving a message. Please say that
the message is for me, Fay Bolsover, and leave a hame and contact number so that | can

get back to you.Or you can email me on: f.e.bolsover87@canterbury.ac.uk
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Appendix K

Participant follow-up telephone call

Script

Hello, it’s Fay Bolsover here, Trainee Clinical Psychologist at Canterbury Christ Church
University. I’m just telephoning as we discussed in our recent interview together - we agreed

that | would check in with you both to see how you are both doing following the interview?

How did you find doing the interview?

How have you both been feeling since the interviedo you feel that you would like my

help in seeking any further support?

Did you have any thoughts or reflections following the interview?

Do you have any comments or feedback for me about the interview or is there anything that

you would like me to know?

Do you have any questions that you would like me to answer?

Thank you ever so much to you both for giving up your time to help me by taking part in the
study. I will be in touch again in April/May time by sending you a written summary of the
findings in the post. You have my telephone number so please do get in touch if you have any

questions or decide that you would like my help in seeking further support.



Appendix L

Abridged research diary

This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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Appendix M

Example of a coded transcript

This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.

50



This has been removed from the electronic copy.

51



This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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This has been removed from the electronic copy.

63



This has been removed from the electronic copy.
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This has been removed from the electronic copy.
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Appendix N

Initial thematic framework

(Themes in bold, subthemes listed underneath)

1. Descriptions of the couple relationship

- Factors sustaining the couple relationship

2. Diagnostic journey

- Awareness, ownership and understanding of difficulties
- Experiences of the diagnostic process and services

- Experience of receiving the diagnosis

- Impact of the diagnosis

- Influence of the diagnosis upon the relationship

3. Changes in the couple relationship
- Increased proximity

- Loss of mutuality

- Continuity

- Difference

- Facing the future

4. Coping

- Coping individually and together

- Person with dementia using active problem-focused coping

- Partner using problem-focused coping and seeking information
- Emotion-focused coping

- Acceptance vs denial

- Dyadic supportive coping

- Dyadic joint coping

- Dyadic delegated coping

- Dyadic control coping

- Dyadic negative coping
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5. Factors influencing coping with changes

- Awareness of changes

- Differential impact of type of dementia on the individual person
- Cultural differences

- Couples’ previous experiences of coping with changes

- Partner having their own needs and difficulties

6. Social systems

- Continuity in social relationships

- Loss and withdrawal from social relationships
- Positive views and experiences of support

- Negative views and experiences of support

- Family

- Society

7. Other
- Other
- Expectations and experiences of the researcher and the research
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Appendix O
Working analytical framework (including codebook)
(Descriptions provided in italics)
Themes Subthemes Codes

1. The couple relationship context
(Factors relating both to each
member of the couple individually,
including each person’s own
experiences, and couples’
experiences of their relationship)

Relationship qualities
(Couples’ descriptions of their relationship)

Accepting and celebrating differences
(Couples acknowledge and appreciate their individiifierences e.g. in
personality, spirituality, beliefs, or politicalexvs)

Good and bad times
(Going through good and bad experiences together)

Having individual lives as well as lives as a couple
(Individual autonomy and agency of both memberthefcouple
perceived as being positive for the relationship)

Importance of financial stability/living within your means
(Appreciation of having had financial stability ahdving managed the
finances as a couple as a shared experience)

Positive
(Perceived strength of relationship)

Working on the relationship
(Couples commenting on their approach to managahationship
difficulties)

Staying together over time
(Idea of still being together)

Spending more time together as a choice made by partner
(Partners describing making a conscious decisianhttiey would like to
spend more time with their partner with dementia)

Continuity and growth in couples’ feelings for each other
(Couples’ describing having the same or stronger feelings for each
other)
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Influence of previous life experiences
(Couples descriptions of times over their
relationship of how they have coped with
difficulties)

Previous experiences of coping
(Couple already coped with changes in roles ovee fon other reasons

Individual differences
(Couples feeling that each couple might cope diffely based on their
previous experiences together)

Patners of peoplevith dementia’s own
needs and difficulties

(Partners of people with dementia having
their own health conditions or other
responsibilities outside of their relationship

Partner having their own health difficulties to cope with

(Partners mentioning their own health difficulteesd their concern of
the impact these may have on their partner withadgia or their
relationship with them)

with their partner)

Partner feels selfish putting their needs first
(Partnersawareness of having their own needs but feeling unable to
prioritise these over their partner with dementia’s needs)

Partner having other responsibilities
(Partners describing the pressure of having cadirtges towards other
relatives)

Spend moreime together due to partner’s health

(Partners feeling that they are spending more &irfigome with their
partner with dementia as a result of their own tredifficulties and no
longer being at work)

Individual impact of dementia
(Descriptions of different ways in which the
person with dementia’s functioning such as
mood, behaviour and cognition has been
affected by dementia)

Changes in mood
(Awareness of the emotional impact of dementialmngerson with
dementia)

Changes in personality
(Descriptions of the person with dementia behaungays which are
seen to be out of character)

Hallucinations and changes in sleep and appetite
(Discussions of the impact of these changes)

Lack of ability to plan and sequence behaviour
(Awareness of change and loss of this skill)

Language difficulties
(Awareness of change and loss of this skill)
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Loss of arithmetic skills
(Awareness of change and loss of this skill)

Loss of hobbies
(Awareness of limitations and sadness of loss efipusly valued,
meaningful, enjoyable activities)

Loss of motivation or interest
(Awareness of limitations and sadness of this loss)

Loss of navigation skills
(Awareness of change and loss of this skill)

Visuospatial difficulties
(Awareness of change and sadness at the losssaflfi)

Experiences of stopping working or volunteering
(Couples’ descriptions of the partner with dementia no longer working or
volunteering)

Experiences of no longer driving
(Couples’ descriptions of the partner with dementia stopping driving)

Increased proximity
(Couples having spending more time togett

Loss of independence of person with dementia
(Disorientation difficulties impacting on indepemie)

due to a loss of independence of the perso
with dementia and an associated increase

Person with dementia more reliant upon partner
(Descriptions of people with dementia being depabhd®a their partner)

responsibility of their partner)

Partner feels able to leave person with dementia for short periods
(Partners expressing a lack of fear and a sengeedictability which
allows them to feel confident to leave their partmith dementia on
their own)

Partner lost ability to do meaningful activities
(Partner awareness of changes to their own aetvitittributed to
caring for their partner with dementia)

Person with dementia seeking closeness to partner
(Descriptions of partners with dementia’s dislike of being alone or
seeking opportunities to share with their partner)
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Spend more time togethempartner feels unable to leave partner with
dementia

(Partners feeling that they are spending more tiitte their partner
with dementia as a response to their partner with dementia’s limitations,
feeling that they are unable to cope on their owthout them also being
present)

Recognising importance of time apart
(Couples describing how they feel having time apsinportant for
them and their relationship)

Considering options to allow partner’s continued social relationships
(Couples’ discussions of having to have someone else be with the partner
with dementia to allow their partner to go out witthers)

Loss of shared interaction
(Couples’ descriptions of changes in their
joint interaction and communication)

Changes in interaction and communication

(Changes in the way couples talk to and interath each other,
including conversations, discussions, problem sghand decision
making)

Loss of shared activities
(Changes in joint hobbies or enjoyed activitiest thiare shared in
together)

Doing activities together but apart
(When couples are physically together but not eimgatpgether)

Loss of empathy
(Changes in partners’ feelings of concern or understanding towards their
partner’s difficulties)

Couple feeling different emotions
(One partner describes feeling an emotion thabtshared with their
partner)

Increased awareness of differences
(Each person noticing differences between themselwvel their partner)

Concerns about loss of a shared fetu
(Couples’ references to the future, changes
over time, and the ending of life)

Concern about not being together in the future

(Expression of difficult thoughts and feelings abnat staying together
in the future due to partner with dementia moviogtcare home or
death)

Difficulty in planning for the future
(Concern that future plans may have to be abandoned
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Partner worrying about the future
(Partner of person with dementia expressing corscatout the future)

Planning for the end of life
(Making reference to having planned for end ofdifech as advance
decisions or funeral arrangements)

2. Couples’ constructions of
dementia

Awareness, ownership and understanding
difficulties
(Whether difficulties are in the awareness,

A shared experience
(Having a shared reaction to receiving the demetiignosis and
seeing it as a shared responsibility)

owned and understood by both partners as
something shared, or by either partner
individually)

Difficulties first noticed by partner
(Partner’s being the first to notice changes in their partner before they
were diagnosed with dementia)

Difficulties first noticed by person experiencing them
(People who were subsequently diagnosed with deanéeing the first
to notice changes in themselves)

Difficulties initially not shared with partner
(One partner not sharing their awareness of ingielnges with their
partner)

Difficulties not consistent with previous experiences of dementia
(Not being aware of initial changes being due tmeletia due to them
not fitting with prior understandings of dementia

Initial lack of awareness of difficulties
(Initially not being fully aware of difficulties oconsidering that they
might be due to dementia)

Person with dementia not aware of difficulties

(People with dementia describing having not beearavof their
difficulties either at the time of diagnosis or thg the interview if they
are brought up by their partner)

Process of receiving the diagnosis
(Couples’ descriptions of what it was like for
them for when one partner received a

Experience not remembered by person with dementia
(People with dementia describing not being ablestoember their
thoughts or feelings at the time they receiveddbémentia diagnosis)

diagnosis of dementia)

Reactions to receiving diagnosis by partner
(Partners of people with dementia’s descriptions of their thoughts and
feelings immediately after being told of their partner’s diagnosis)
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Reactions to receiving diagnosis by person with dementia
People with dementia’s descriptions of their thoughts, feelings and
behaviour immediately after being told of their gli@sis)

3. Coping

Individual coping by people with dementia
(People with dementia using individual way,

Religious coping
(People with dementia describing their faith agpha them to cope)

of coping with their difficulties)

Individual focusing on strengths and abilities
(People with dementia highlighting their strengéml abilities)

Influenced by early experiences
(People with dementia describing their ways of agpwith difficulties as
being influenced by earlier life experiences)

Finding out information
(People with dementia describing it being helpéufibd out information)

Person with dementia monitoring themselves and their activities
(People with dementia describing having an awarepnédoing
activities to help their mood, or maintaining sdaantact to stay active
or monitoring themselves whilst doing activitiesttg to prevent
difficulties, for example losing things)

Person with dementia trying to prevent decline whilst they still feel a
(People with dementia describing things that theyactively doing to
try to prevent decline in their wellbeing such asreise and healthy
eating)

Person with dementia using cognitive stimulation
(People with dementia doing mental activities tottr help their
cognitive function)

Person with dementia using environmental coping strategies
(People with dementia describing using things adotlmem as memory
aids and prompts)

Partner seeing partner with dementia’s personality still there
(Partner’s descriptions of still recognising key aspects of their partner as
a person

Problem focused coping by partners

(Partners of people with dementia trying to
manage in practical ways to try to minimise
the effect of their partner’s difficulties)

Anticipating and preventing potential difficulties
(Partner’s descriptions of having an awareness of potential difficulties
and taking active steps to try to prevent them)
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Focusing on practicalities
(Partners focusing on practical ways in which thay cope with
difficulties such as making changes in their home)

Learning process
(Partners feeling that they are learning how toeciopthe best possible
way)

Promoting cognitive function in person with dementia
(Partners describing things that they do or supthit partner to do to
promote their mental activity)

Receiving supportive information and guidance
(Partners seeking to gain knowledge and understghdi

Considering moving house

(Partners’ descriptions of having moved house to make life practically
easier for themselves and their partners with déimesuch as being
closer to the local community)

Acceptance versus denial

(Couples going through processes of
accepting difficulties but then also denying
them by rejecting or minimising them or
attributing them to other factors, which is
played out in interactions between both
members of the couple)

Acceptance
(Couples’ descriptions of accepting difficulties)

Accepting responsibility
(People with dementia describing accepting andacoepting
responsibility for their changes in mood or behavjo

Denial
(People with dementia rejecting, minimising or natising any
difficulties they might have due to dementia)

‘I wish there was a cure, a total cure’
(Wishing or hoping for a cure)

Not as bad compared to others
(Couples describing how they did not think thetuation was as bad ag
other peoples, which helped them to feel betteruatiteir own situation)

Difficulty with language used
(People with dementia describing not liking the ddementia due to
their perceived associations of it)

Not accepting the diagnosis or diagnostic processes
(People with dementia describing that they do rooept the diagnosis
or the reliability of the tests used for diagnosis)
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Not discussing the diagnosis
(Couples describing not having talked together a&lloel diagnosis)

Partners supporting their partners with
dementia

(Ways in which partners provides help or
support to their partners with dementia)

Partner empathising with person with dementia
(Partners discussing having insight or understamito their partner
with dementia’s thoughts or feelings)

Partner finding ways for the person with dementia to contribute to tal
(Partners of people with dementia describing figdimings that their
partner can do to and supporting and encouragieig gartner to do
things, such as contributing to cooking meals, augehold chores, or

shopping)

Partners’ knowledge of differences due to dementia type
(Partners’ awareness of the impact of dementia type on specific cognitive
function)

Partners’ feeling less uncertainty about progression over time
(Partners’ knowledge of dementia types leading to a sense of knowing
more about the prognosis/trajectory of dementian thefore)

Coping together
(Ways in which couples cope jointly and
collaboratively together)

Making effort to continue activities together
(Couples’ describing planning, sharing in and trying to do activities
together)

Having open discussions
(Talking openly together perceived as being posifor the relationship)

Use of humour
(Instances of humorous exchanges between couples)

Trusting and relying on each other
(Couples describing having trust in each othemuopert them)

‘We talk about it’
(Couples’ describing discussing things openly together)

‘We laugh about it now, don’t we’
(Couples describing how they use humour togethex way of dealing
with difficulties)

Partner recognising person with dementia’s strengths and abilities
(Partners of people with dementia recognising apytaciating positive
aspects of their partner or things they do whidytappreciate)
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Person with dementianphasising partner’s strengths and abilities
(People with dementia highlighting positive aspextiheir partner or
things they do which they appreciate)

‘One day at a time’
(Descriptions of focusing on time spent togethethia present)

Externalising problems
(Couples using a narrative therapy approach to eetedifficulties by
describing them as and attributing them to an extecharacter)

‘Getting on with it’
(Descriptions of ‘getting on with it’ or taking life or each day together
‘as it comes’)

Seeing the positives
(Couples describing positive aspects which theltfesy have gained
from changes or coping with difficulties)

Loss of shared responsibility

(Ways in which partners take over roles,
responsibilities and tasks from th@iartners
with dementia, with a loss of shared
responsibility)

Changes in role and power
(Couples descriptions of assigning themselvesrdifferoles and having
different power relations in their relationship)

‘I’m now a carer rather than a wife’
(Paruers of people with dementia describing themselves as a ‘carer’)

“You’ve become my carer’
(People with dementia describing their partners as their ‘carer’)

Feeling alone in discussions and decision making
(Partners descriptions of how they are now havingroblem solve and
make decisions on their own)

Loss of shared responsibility
(Couples descriptions of how there was no longsharing of
responsibility for tasks between them)

‘Doesn’t affect me’ - Difficulties described by person with dementia a
only affecting their partner and not them

(People with dementia describing a negative imp&dementia as only
causing problems for their partner)

Partner coping individually for the couple
(Descriptions of how the partner had taken on rasjmlity and was
therefore coping on behalf of their partner withmeatia)
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Partners describing how they feel their partner with dementia needs
support to be able to cope together

(Partners descriptions of how they feel their partwith dementia need
their support to be able to cope together as alepup

Partner taking over

(Partners descriptions of how they had ‘taken over everything’, which
they then acknowledged and questioned with theitra with dementia
whether this might be difficult for them)

Partner taking over responsibility and tasks
(Partners descriptions of different responsibiéitteend tasks which they
have taken over doing from their partner with detiagn

‘I never think I’'m doing it correctly or properly’
(Partner’s descriptions of times when they have found it difficult to cope
with changes in role and responsibility)

Worries owned by partner
(Couples’ descriptions of how partners were more concerned about
difficulties)

Loss of shared concerns
(Ways in which one partner may hide their
own concerns or worries from their partner

Each member of the couple having different views or explanations
(Couples having different ideas during the intewyiparticularly
regarding reasons for changes or the extent ofgdmaor difficulties)

finding talking openly together

uncomfortable, or each member of the cou
having different explanations or perception
which are often yielded to by their partner t
avoid disagreement or conflict)

Finding talking openly uncomfortable

(Couples finding it difficult or upsetting to tadpenly in front of each
other due to concerns about appearing criticatheifrtpartner or not
wishing to upset them, or one partner expressialjnfg that they ought
not to be present)

Partner not sharing worries with person with dementia
(Partners not discussing their concerns with tpairther with dementia

Partners hiding emotions from their partners with dementia
(Partners describing times when they have feltrgtremotions in
response to their partner with dementia, or diffies due to dementia,
and how they have tried to avoid engaging with ¢hes

Negative coping
(Ways in which one partner relates to the
other in a not respectful or hostile way, sug

as highlighting theipartner’s decline or

‘Backing off running away syndrome’
(Partners descriptions of withdrawing from theirtp@r as a way of
managing during difficult times)
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difficulties, withdrawing from their partner,
or arguing or being angry with each other)

‘I did it on purpose because I was getting fed up with you’
(Descriptions of people with dementia expressingatiere conflictual
thoughts or feelings towards their partner)

No positive changes
(Couples descriptions that there has not been amgythat has seemed
to be easier to cope with or a more positive change

Partner highlighting decline
(Partners emphasising deterioration in their partner with dementia’s
skills or abilities)

“Yes we row a lot; we do that together very good’
(Couples descriptions of feeling angry towards anguing with each
other)

Person with dementia feeling blamed or misunderstood

(People with dementia expressing feelings of béilagned for things by
their partner which they felt were not the casefeeting that their
partner did not understand why they did activibesoping strategies)

Person with dementia feels guilty
(Person with dementia expresses guilt at theirrmgarhot having time to
themselves)

Awareness of and frustration with changes

(Pele with dementia or their partners’ being aware of the person with
dementia’s difficulties and finding this difficult)

Frustration with memory lapses
(Frustration/annoyance felt by partner expressezhahge/loss of skill
for their partner with dementia)

4 Wider social context

Familial context
(Couples’ descriptions of their families and
family members)

Difficulties initially noticed by the family
(Descriptions of family members being initially neoaware of changes
or differences in the person with dementia)

Difficulties later noticed by the family
(Descriptions of family members being initially umare of changes or
differences in the person with dementia, only rinjdhese later in time

Distance from family members
(Family members living far away)

Feeling contained within the family
(Feeling supported by, loved, and close as a faunilf)
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Lack of care from family members
(Family members not showing care or interest towards couples’
difficulties)

Lack of time from family members
(Family members not spending as much time with tesips they would
like them to)

Lack of understanding from family members
(Couples’ describing that they feel that family members do not
understand their difficulties)

Looking for guidance from family members
(Partners’ descriptions of gaining advice and feedback from family
members)

Making family members aware of difficulties
(Couples’ descriptions of telling their family members, particularly
children, about their difficulties)

Support from family members
(Descriptions of receiving help and support frommilg members)

Valued family relationships
(Descriptions of feelings of love and appreciatiowards family
members)

Dementia in the family
(People with dmentia’s descriptions of people in their family with
dementia)

Continuity in social relationships
(Descriptions of things that have not chang
in social relationships such as long

Continuity in social relationships
(Descriptions of a lack of change in friendshipsl @ocial activities,
including having long friendships)

friendships)

“You really do look well... they don’t know the half of it’

(Couples’ descriptions of friends not seeming to be aware of or to notice
any changes or difficulties, or to comment on apaxent lack of
difficulties)

Loss and withdrawal from social
relationships

(Couples’ descriptions of having lost or
withdrawn from friends or social activities,
and not feeling able to be open with others

Difficulty in explaining dementia to others
(Descriptions of it not feeling possible for othéosable to understand
couples’ experiences of dementia or to be able to explain it to them)




80

Hiding diagnosis from others for protection

(People with dementia and subsequently their pastnet telling other
people, including family and friends, about theimghosis, with some
discussing this as being due to feelings of sedfsprvation)

Importance of boundaries to person with dementia
(People with dementia discussing how they are chedfout what
information they share with other people)

‘It’s a taboo subject, a closed subject’
(Couples’ discussions of how they have noticed that other people, such as
family or friends, do not say anything to them atbdementia)

Loss in social relationships

(Couples’ descriptions of no longer seeing friends, feeling ignored by
others, friends having noticed changes or diffeesnaot feeling able to
engage with friends or in social hobbies and atitisidue to the change
or difficulties for the person with dementia)

Person with dementia feeling that they do not need support
(People with dementia’s descriptions of feeling that they do not need help
from other people)

Person with dementia reducing social relationships
(Couples’ descriptions of people with dementia withdrawing from or ng
engaging in social relationships or social actdg)i

Positive views and experiences of support
(Couples’ descriptions of support which is
helpful, valued and appreciated by them)

Being open about diagnosis with others
(Couples’ describing being open with others in telling them about one
partner’s diagnosis of dementia)

Importance of emotional support
(Couples’ descriptions of finding it helpful to talk to others about their
thoughts and feelings)

Importance of practical support
(Couples’ descriptions of finding practical support from others helpful)

Person with dementia encouraging partner’s social relationships
(People with dementia encouraging their partnesngage socially with
others)
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Positive experiences of support

(Couples’ descriptions of support which they have found helpful, such as
providing people with dementia with activitiesenidliness from other
people, gaining information and understanding fiathers, talking to

others and help from others)

Reliance on social network for support
(Partner’s descriptions of how they feel reliant on friends and family for
help and support)

Talking to others in similar situations

(Couples’ descriptions of how much they appreciate and value being able
to talk to other ‘carers’ and people with dementia who are in similar
situations to them)

Valued social relationships and support
(Couples’ descriptions of how much they appreciate and value social
support from friends, neighbours and support sesjic

Importance of communication from healthcare services
(Couples’ descriptions of how important and helpful they feel it is that
they are talked to openly by healthcare professgg)na

Negative views and experiences of suppor
(Couples’ descriptions of support which has
felt unhelpful to them)

Negative experiences of support

(Couples’ descriptions of experiences of feeling unsupported or let down
by others, a lack of warmth or friendliness frorhants, a lack of support
or explanation of support offered, dislike of beiregninded of dementia
by support services, support services not feelirighble for people with
dementia)

Negative views of being with other people with dementia
(People with dementia describing finding it difitto be with other
people with dementia)

Not knowing when or what support might be needed
(Couples’ describing not being sure when in the future they might feel
that they needed support or what kind of suppa@y thight find helpful)

Not ‘real’ friends
(Couples’ descriptions of having people who they spend time with but not
seeing them as being friends)
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Perceived lack of support for the caring partner
(Couples’ expressing that they felt the partner of the person with
dementia needed more support)

Experiences of the diagnostic process and
healthcare services

(Couples’ descriptions of their experiences of
the process they went through with
appointments with healthcare services)

Difficulties initially dismissed by doctor

(Experiences of a doctor initially saying they diot think there was
anything wrong with the person who was subsequelidlgnosed with
dementia)

Experiences of diagnostic process
(Experiences of being referred for and undergoasgstand
investigations which led to the dementia diagnosis)

NHS services (reactive nature/lack of funding or resources)
(Descriptions of the NHS having a lack of fundingresources and
couples being discharged from services unlesshtheg an acute need
leading to a feeling of a lack of ongoing suppartd &ome feeling like
there is not any help available)

Societal context

(Couples descriptions of how they feel
dementia is recognised, understood,

responded to or portrayed in society)

Importance of ‘friendliness’ from other people
(Couples’ descriptions of how important it is that peoplehnitementia
are treated in a ‘friendly’ supportive way by other people in society)

Influence of increased recognition of dementia in society
(Couples’ descriptions of how they feel there has been an increased
awareness and understanding of dementia in society)

Lack of understanding of dementia in society

(Couples’ feelings that most people in society do not understand
dementia or do not understand that people with démere living
amongst them in the community)

Media portrayals of dementia
(Descriptions of dementia being discussed in thdia)e

5. Other

Other

Other
(Anything unclear how to code or may not be reldvarthe research)

Expectations and experiences of the
researcher and the research

(Couples descriptions of how they have fou
the researcher and the research interview
and hopes or ideas they have about the
researcher or the research)

Expectations and experiences of the researcher and the research
(Couples descriptions of how they have found themaecher and the
research interview, and hopes or ideas they hawatahe researcher o
the research)
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Appendix P
Example of a framework matrix
INDIVIDUAL COPING BY PEOPLE WITH DEMENTIA
A: Religious B: Individual | C:Influenced D : Finding E: Person F: Person G : Person H : Person with I: Partner
coping focusing on by early out with with with dementia using | seeing partner
strengths experiences | information dementia dementia dementia environmental with
and abilities monitoring trying to using coping strategies dementia's
themselves prevent cognitive personality
and their decline stimulation still there
activities whilst they
still feel able
1: Oliver & WENDY — OLIVER — “What Oliver
Wendy “It’s going to year it was, it’s described
get worse, difficult...” aspects of
but | can’t Wendy
see any sign WENDY - “We’'ll including her
of it at the have to get the skills and
moment and book out.” abilities still
| try to keep being present
in with all and that he
my friends still feels he
at the club has his other
so that I’'m half, “...you’re
sort of doing
active, like everything
they are.” you can to
make life
better for us
both really."
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2 : Brian &
Glenys
3: Lucinda VINCENT -
& Vincent “l can’t do
nothing
about my
brain but |
cando
about my
physical
thing, you
know, like
getting out
and eating
proper..."
4: Kenneth | Amanda AMANDA —
& Amanda | describes how “Well | do
her relationship have tearful
with God has days at
helped her and times, but |
he has given usually read
her his grace to a book or go
cope. out for a
walk... and
I've usually
got quite a
lot of
knitting
underway”.
5: Victoria Victoria
& Simon described
aspects of

Simon's
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personality
still being
there.
6 : Frank & IRENE — “l very
Irene often turn the
television on to
find out what the
day is, because
it's up in the
corner, the
television. So
that’s what I've
done before
now.”
7: Nancy & WILLIAM —“I William
William feel quite describes
pleased with how he
myself at finds it
times. Atthe helpful to
Monday club go to clubs
they have and find out
quiz bits and information.
pieces and |
manage to
outshine one
or two of
them.
(Laughs)”
8: George Sylvia describes Sylvia SYLVIA - “I SYLVIA -
& Sylvia how her faith is describes know myself | “Well, | eat
incredibly how her early how I work. | very well.
important to experiences That | won’t | Not a lot of
her and how it of her mother take a money, but |
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has helped her dying when chance buy a lot of
to cope, she was doing food, but |
including after young and anything eat right
the death of her being brought that | think things.”
mother. up by her would harm
grandparents me or
SYLVIA - “It affected her anyone
makes me feel ways of else.”
quite strong, copingin
and quite sure terms of
of myself.” acceptance,
‘getting on
with it’ and
being
secretive and
hiding
concerns
from others.
9: Yasmin Alfred Alfred Alfred ALFRED - Yasmin
& Alfred describes describes describes “But | feel describes it
how he feels how he how he eats | that|lam being helpful
he is still monitors a lot of fruit | actually emotionally to
mentally himself, "I and sufficiently recognise that
strong, and am more vegetables aware now aspects of
how he can circumspect | which he of my sort of Alfred's
still beat now when | | feels gives activities and personality
Yasmin at go into the him energy | | still would are still there
crosswords. kitchen, todo say to in the ways he
He also when | go activities. anyone my is trying to
describes out and ALFRED — mental cope with
how he is about.” He “So either capabilities difficulties
skilled in also whatever | are still very, YASMIN - "I do
physical described do, I'm very good think that’s
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therapy and
health,
cooking and
carpentry. He
describes
himself as
having lots of
strengths
and being a
‘good
protector’.

how he feels
Yasmin
checks on
him but he
thinks that is
helpful to
help him to
monitor
himself.

ALFRED —
“Soit's not a
game but |
am keeping
my eye on
the ball...
And since
those days
began | have
been
watching
myself,
that’s the
one thing |
can do that’s
100%
correct.”

doing, |
hope that
won’t give
me too bad
a dose of it.
If | get a half
dose |
would say |
contribute
that to... as
a result of
the good
work that |
do... I can
only keep
myself in
good
shape.”

and very
strong.
Maybe not at
sort of a
remembering
telephone
numbers and
things like
that, but the
things I do, |
would call
them my
form of brain
exercises and
memory
tests. Butto
explain them
to anybody |
can't,
because |
know the
tasks that |
put myself
through on a
daily basis.”

your coping
mechanism is
to monitor
yourself.
Which is kind
of reassuring...
from an
emotional
perspective
it's quite
helpful... So
knowing that
key
characteristic
is still there
working away,
that, ‘1 will
monitor
everything, |
will eat the
healthiest |
can, | will stay
asfitas|
possibly...’
that core
element of
Alfred’s
personality,
the fact that
that is still
there and | see
it every day.”
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Appendix Q

Final thematic framework theme descriptions

Themes are listed by number and subthemes are listed by letter.

(Descriptions are provided in italics)

(In brackets are descriptions of how the final thematic framework was refined from the
working analytical framework)

1. Dementia awareness and ownership
This theme describes couples’ awareness and ownership of dementia - either held in the
awareness of both partners, owned and understoedrasthing shared, or in the

awareness of and owned by either partner indivigual

a) Dementia diagnostic process
This subtheme includes couples’ experiences of difficulties due to dementia leading up to
and immediately after one partner received a diagnof dementia. Couples described
initial difficulties mainly being noticed or held iawareness and owned individually by one
or other partner. Couples also described theirtieas to one partner receiving the
diagnosis of dementia, with experiences of botlvddal and shared ownership of the
diagnosis.
(Merged subthemes ‘Awareness, ownership and understanding of difficulties’ and ‘Process

of receiving the diagnosis’ from theme ‘Couples’ constructions of dementia’).

b) Acceptance versus denial
This subtheme includes processes of awarenessaegptance, or processes of denial,
such as minimising or rejecting difficulties, ottraauting them to other factors. Couples
appeared to go through these processes both indiNidand in shared interaction with
each other.

(From subtheme ‘Acceptance versus Denial’ from theme ‘Coping’).

2. Emotional closeness
This theme describes differences in emotional cless, in terms of closeness and

distance, evident in couples’ relationships. This was associated with couples’ ways of
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coping, with closeness associated with coping togreaind distance associated with

coping apart.

Closeness and coping together

This subtheme includes the idea of closeness ipleaelationships. Closeness was
associated with ways of couples coping jointly @ntaboratively together. Couples also
described their concerns about not being togetinéne future.

(Merged subthemes ‘Relationship qualities’ and ‘Concerns about loss of a shared future’
from theme ‘The couple relationship context’ and subtheme ‘Coping together’ from theme

‘Coping’).

Distance and coping apart

This subtheme includes the idea of distance in Borglationships, including experiencing
negative emotions and reactions to each otherabcs was associated with ways of
couples coping apart in ways that were conflicimglisrespectful.

(From subtheme ‘Negative coping’ in theme ‘Coping’).

Responsibility

This theme describes changes in ghaesponsibility in couples’ relationships. This was
associated with couples’ ways of coping, with partners of people with dementia. using
problem focused coping to provide support to tipairtner, taking over responsibilities
from their partner, and hiding concerns from thmartner. Although these ways of coping
were utilised in a way that supported both memlodéies couple to cope, due to a loss of
shared responsibility it was questionable to whadrg they were utilised in a shared
dyadic way by both members of the couple, or, weetltilised solely by partners of

people with dementia in an individual way.

Partners supporting their partner with dementia

This subtheme includes ways in which partners gtedisupport to their partners with
dementia.

(Merged subthemes ‘Problem focused coping by partners’ and ‘Partners supporting their

partners with dementia’ in theme ‘Coping’).
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Loss of shared responsibility

This subtheme includes changes in couples’ roles and power, ways in which partners took
over responsibilities and tasks from their partwegh dementia, with a loss of shared
responsibility, and partners feeling alone in dsgians and decision making. Partners
increasing responsibility for their partner withntkentia was also associated with couples
spending more time together, with some partnergmapcing a loss of their own
meaningful activities. Couples also described eigreres of coping with changes in their
roles and responsibilities over time pre-diagnosis.

(Merged subtheme ‘Loss of shared responsibility’ from theme ‘Coping’ and subthemes
‘Increased proximity’ and ‘Influence of previous life experiences’ from theme ‘The couple

relationship context’).

Loss of shared concerns

This subtheme describes ways in which partnerstdg/their own concerns or worries
from their partner with dementia, or people withraatia may feel blamed or
misunderstood, due to finding talking openly togethncomfortable, or each member of
the couple having different explanations or perways, which were often yielded to by
their partner to avoid disagreement or conflict.

(Merged subtheme ‘Loss of shared interaction’ from theme ‘The couple relationship

context’ and subtheme ‘Loss of shared concerns’ from theme ‘Coping’).

Individual needs and difficulties

This theme describes the influence of each person’s needs and difficulties upon how they
cope as a couple, including the individual impafad@mentia upon the person with
dementia, and the individual impact of partners of people with dementia’s own needs and

difficulties, such as health conditions or carimgponsibilities.

Individual impact of dementia

This subtheme includes ways in which the persoh d&mentia has been affected by
dementia, including changes in mood, personal#gpdviour and cognition (including
individual differences due to differing types ofhaentia), and how these are in relation to
their partner.

(From subtheme ‘Individual impact of dementia’ in theme ‘The couple relationship

context’).
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Partners of people with dement’s own needs and difficulties

This subtheme includes the needs and difficultigzaotners of people with dementia,
including their own health conditions or other cayresponsibilities outside of their
relationship with their partner, and how these iareslation to their partner.

(From subtheme ‘Partners of people with dementia’s own needs and difficulties’ in theme

‘The couple relationship context’).

Individual coping by people with dementia

This theme describes ways in which people with deraeactively try to manage their
difficulties in ways that are personally meaningfuithem and promote their personal
agency and identity.

(From subtheme ‘Individual coping by people with dementia’ in theme ‘Coping’)

Wider social context

This theme includesouples’ experiences of the influence of their wider social context

upon coping, including both positive and negatiMavg and experiences of support from
friends, family, healthcare services and support services, and couples’ perceptions of the

portrayal of dementia in society.

Relationships and support

This subtheme includes couples’ positive and negative experiences of support, from
friends, family, healthcare services and suppantises.

(Merged subthemes ‘Familial context’, ‘Continuity in social relationships’, ‘Loss and
withdrawal from social relationships’, ‘Positive views and experiences of support’,
‘Negative views and experiences of support’ and ‘Experiences of the diagnostic process

and healthcare services’ in theme ‘Wider social context’).

A ‘dementia friendly’ society

Couples’ descriptions and experiences of the influence of the societal context upon coping,
including how they feel dementia is recognised,amnstbod, responded to and portrayed in
society, including the media. This includ@e importance to couples of ‘friendliness’ from
other people.

(From subtheme ‘Societal context’ in theme ‘Wider social context’).
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