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Abstract

Dyadic interventions simultaneously engage both people with dementia (PWD) and their informal caregivers (ICGs). This scoping review study identified the
strategies for engaging dyads, described the perceptions of the dyads on these strategies, and reported the attrition rates of the dyadic interventions reported in the
literature. Articles published up to July 2020, reporting a PWD-ICG-dyads intervention were searched in PubMed (Medline), PsycInfo, CINAHL, and the
SSCI. Backwards citation chasing was conducted. A total of 37 studies were included. Seven engagement strategies were identified, which involved: ensuring a
good-quality interventionist; offering take-home supporting materials; establishing peer support among the participants; tailoring the intervention content;
conducting the intervention in a convenient location; conducting the intervention in a comfortable physical environment, and using a short and succinct

programme. The dyads’ subjective experiences of these strategies were reported. The attrition rates of the included studies were ranged 0% - 59.1%.
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Introduction

In 2019, over 50 million people around the world were living with dementia, with the number projected to rise to 152 million by 2050.! The majority of people with
dementia (PWD) live in the community.2 A large number of them are supported by one or more informal caregiver(s).3 Caregiving, by definition, involves at least two
persons. There is an increasing number of studies showing that the health conditions of PWD and their informal caregivers (ICGs) are inter-related.*>> The Actor-Partner
Interdependence Model explains that while one's characteristics affect one's behaviour, at the same time there is a “partner effect” that influences the partner's outcomes.®
Grounded on this postulation, dyadic interventions are developed to simultaneously engage both PWD and ICGs (i.e., the dyad) together in the intervention because of their

mutual influence between them and therefore thought to be more effective.’

In the past decade, an increasing number of dyadic interventions have been developed to improve the health of both PWD and their ICGs. For example, a dyadic exercise
intervention developed by Lamotte and the team to improve the functional independence of PWD and reduce caregiving burden of ICGs.® Dyadic intervention is generally
conceptualized as an intervention that involves both the care-recipient (i.e. the PWD) and the caregivers, that may include emotional support, education, skills training, and
counselling, or enrichment activities for experiencing the positive meaning of caregiving.’ For instance, ICGs were trained to use tailored activities that drew upon
preserved abilities and reduced task demands; taught how to manage situational distress; and instructed on how to understand the behavioural symptoms of PWD, while the
PWD enjoyed the tailored activities prescribed by professional after comprehensive assessment and delivered by ICG.'? This dyadic intervention that simultaneously
involved both the PWD and ICG resulted in a reduction in behavioural symptoms and an increase in functional independence, at the same time lowering behaviour-related
ICG distress. There is some evidence indicating that dyadic interventions are likely to be more effective than interventions that focus on PWD or ICGs alone.”* ! 12 While
dyadic interventions are effective in improving outcomes for the dyads, engaging PWD-ICG dyads in dyadic interventions has been a challenge for practitioners as shown

in low recruitment and high attrition rates, or low compliance. 3>

Engagement is defined as actions that participants must take to obtain the greatest benefit from the health care services available to them.!> Their level of engagement can
be seen in their perceptions (e.g., intrinsic interest and enjoyment, temporal dissociation),'® and behaviours (e.g., completion of the specified course of expected treatment
or tasks, and attendance at requisite sessions).!” Non-engagement behaviours as reflected in attrition may pose a challenge to the effectiveness and cost-efficiency of a
programme, as evidenced in the literature. '8 Attrition from the intervention may occur for a variety of reasons. ICGs of PWD are likely to drop out from the programme or
to not fully adhere to the regimen as designed, because of their heavy caregiving burden, poor health, or multiple obligations (such as work, study, and child care).'® In a
dyadic intervention, the likelihood of dropping out is even higher than an intervention that involved solely PWD or ICG, because the withdrawal of either the PWD or ICG

for any reason is regarded as a dropout as mutual participation is expected in a dyadic intervention.

There appears to have been limited consideration given to the question of how to engage dyads of PWD and ICG throughout the intervention programme. In contrast,
strategies to engage participants have been discussed in other study populations. For example, employing a small group and delivering the intervention at an appropriate
season were reported to be effective at enhancing engagement in a weight management intervention for school children. 18 Telephone reminders, phone assessments, and
remuneration were found to be successful strategies for enhancing the engagement of pregnant women in a parental care study.?? However, there is a dearth of reviews that

summarise strategies used to enhance engagement in dyadic interventions involving PWD and their ICGs and describe their perceptions and engagement behaviours.

AIMS

The objectives of this study are as below:

1 To identify the strategies being employed to engage PWD and ICGs as dyads in psychosocial interventions designed for improving health, as reported in the

literature;
2 To describe the perceptions of PWD and/or their ICGs towards those strategies; and

3 To report the attrition rates of the dyadic interventions reported in the literature.

Methods

This scoping review was guided by Arksey and O'Malley's five-stage framework,?! and followed the advice of Levac and his team?? to synthesize and analyze a wide

range of literature to provide greater clarity on the various engagement strategies and experiences of PWD and ICGs engaged in dyadic interventions. According to Arksey
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and O'Malley's framework, there are five different stages to undertaking a scoping review: (1) identifying the research question; (2) identifying relevant studies; (3) selecting

studies; (4) charting the data; and (5) collating, summarising, and reporting the results.

To further strengthen the rigour of this scoping study, we reported our study according to the Preferred Reporting Items for Systematic Reviews and Meta-Analyses
Extension for Scoping Reviews (PRISMA-ScR) guidelines? (Supplementary File 1).

In stage 1, we developed a broad research question that summarised the breadth of the empirical evidence, in line with the exploratory and inductive nature of a scoping

review.?! The research questions to be answered in this study were:

1 What strategies have been employed to engage PWD and ICGs in the dyadic psychosocial interventions designed for improving health reported in the

literature?
2 What were the perceptions of PWD and/or ICGs towards those strategies?

3 What attrition rates were reported?

In stage 2 of Arksey and O'Malley's model, relevant studies were identified through searches of electronic databases and reviews of the reference lists of included articles.
Eligibility

The Population, Concept, and Context framework>* was employed to determine which articles were eligible for inclusion in the review. The target study population were
dyads in which one member had been diagnosed with any type and severity of dementia (e.g., Alzheimer's disease, vascular diseases, or frontotemporal lobe dementia) and
their ICG. In this study, an ICG is defined as an individual who provides care because of a personal or familial relationship, rather than a financial or professional
relationship. Studies that included PWD and/or their ICGs who had other psychiatric disorders (such as Schizophrenia) were excluded, who may need special care. The
concept in this study was the engagement strategies targeting engagement behaviours, and the perceptions of the dyad participants. The context was any psychosocial
intervention aimed at improving the health (i.e. physical and mental) and well-being outcomes of both the PWD and their ICGs simultaneously and requiring both persons
to participate. Psychosocial interventions are interpersonal or informational activities, techniques, or strategies that target biological, behavioural, cognitive, emotional,
interpersonal, social, or environmental factors with the intention of improving the health and well-being of the participants.>> Studies that involved ICGs delivering the
intervention to the PWD without the purpose of improving their health were excluded. For example, studies involving trained ICG to support the PWD in doing exercises
to improve PWD's physical fitness were excluded, unless the intervention was purposively designed to improve both the ICG's and PWD's physical fitness. This study
aimed to identify dyads’ engagement strategies to participate in dyadic psychosocial interventions that relied much on the dyads’ voluntariness. Studies reporting the formal
care under the infrastructures were excluded, such as post-discharge home visits by a dementia nurse specialist, or discharge planning. These care approaches were usually
covered by insurance or subsidized or needed to be paid out-of-the-pocket, or they were standard practices that may affect the voluntariness of participation. Consequently,

these approaches were highly individualized, resulting in the engagement strategies being too heterogeneous for synthesis.

Because this scoping review aimed to identify strategies employed for engaging dyad participants, non-empirical studies such as systematic reviews were also excluded.
Preliminary literature searches on the databases (as mentioned in the below section). Our research team could read both English and Chinese, but we could not find relevant

articles that were written in Chinese. Therefore, this review only included articles published in English.
Information sources and search strategy

Article searches on electronic databases were conducted on 716" June 2019, and on 3™ August 2020 to identify studies published between June 2019 — July 2020,
using a combination of the following keywords in either title or MeSH term: (dementia OR Alzheimer OR cognitive impairment) AND (dyad* OR couple* OR family
caregiver OR informal caregiver) AND (intervention OR therapy). The databases that were searched included PubMed (Medline), PsycInfo, CINAHL, and the Social
Science Citation Index (SSCI). For example,

((Dementia OR Alzheimer[MeSH]) AND (Dyad*[Title] OR couple[Title] OR "informal care*"[Title] OR "family care*"[Title])) AND (intervention[Title] OR
therapy[Title])) AND (English[Language]) was entered in PubMed (Medline) for searching the literature.

We searched for published literature from the start date of the database up to July 2020. The citation chasing of the included articles was performed to identify relevant

articles. A research librarian assisted in performing the article searches. All articles were exported to EndnoteX9. Duplicate articles were removed.
Selection of sources of evidence

Stage 3 of Arksey and O'Malley's model involves reviewing and selecting articles. Titles and abstracts were first screened, followed by a full-text screening, according to
the eligibility criteria. This two-step screening process was conducted independently by two baccalaureate final year nursing students. To ensure consistency between the
two reviewers, they were provided with training on the selection criteria before they began the process of screening citations. Any disagreements or uncertainties between

the two reviewers were brought to the first author and discussed until a consensus was reached.??
Data charting

Data charting was performed in stage 4 of Arksey and O'Malley's framework. A data charting form was designed based on the research questions. Information on the
studies was extracted, including data on the authors, year of publication, country of origin, research design, study setting, number of recruited dyad participants, attrition rate
(if any) and types of intervention, strategies used specifically for engaging dyad participants explicitly reported by the authors or the participants, and the dyad participants’
perceptions of the strategies. Given the objectives (i.e., to identify the strategies used to engage dyads in dyadic psychosocial interventions and the dyads’ perceptions of
those strategies, and the attrition rates reported), no assessment of the quality of the individual studies was conducted. We did not exclude research articles that reported
results from the same original study because the data that those articles contained related to the research objectives were found to differ from each other. Data charting was

done independently by two reviewers and the results were cross-checked to ensure that accurate and essential information had been extracted.
Collating and summarising the data

For the last stage of Arksey and O'Malley's framework, we followed the advice of Levac et al.>2, and developed a descriptive summary to collate and summarise the
results. Further, we conducted the thematic analysis to analyze and report the findings. Guided by Braun and Clarke's approach of inductive thematic analysis,?® the
analysis was performed with six steps: (i) familiarising ourselves with the data; (ii) generating initial codes; (iii) searching for themes; (iv) reviewing and refining themes; (v)
naming themes; and (iv) writing a report thematically. Since inductive thematic analysis is data-driven, with no attempt made to fit the data into a pre-existing theoretical

26,27 21
9

framework it matches with the exploratory nature of a scoping review.

Results

Search results

The database search yielded 390 articles, while the supplementary strategy brought forth 54 studies. Among these, 153 were duplicates leaving 291 results. After screening
the titles and abstracts, 224 articles were excluded because they were irrelevant to the research questions. This left 67 articles for full-text screening. Among them, 30
articles were further excluded because these studies did not report any engagement strategies; articles not written in English; or some of the participants were just either the

PWD or ICGs only (i.e. not in dyad). As a result, a total of 37 articles were included in the narrative synthesis of results (Fig. 1).
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Flow diagram of the study selection process.

With regard to study designs, the 37 articles included mixed-method studies (n = 3), qualitative studies (n = 13), quasi-experimental studies (n = 4), and randomized
controlled trials (n = 17). The majority of the studies were conducted in various Western countries, in North America (the USA [n = 16] and Canada [n = 2]), Europe (the
UK [n = 7], the Netherlands [n = 4], Denmark [n = 3], Finland [# = 1], and Norway [n = 1]), and Australia (n = 2). Another one conducted in both the USA and Japan.

The reported attrition rates ranged from 0% to 59.1%. Because of the different study designs, the number of dyads that were recruited varied widely across the included

studies, ranging from 4 to 488 dyads. Table 1 outlines the characteristics of the included studies.
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Characteristics of the included studies.

Study design Setting
Int tions/Ref Count Recruited number of Attrition
nierventionsfielierence ountry Mixed . Quasi- Home- Community- dyads rate
Qualitative RCT
method experimental based based
Cognitive-behavioural therapy (n =4)
Quayhagen et al., 200046 USA v v v 103 Unclear
Yates et al.,2016% UK v v 22 59.1%
Orgeta et al., 20154 UK v v 356 23.3%
Orrell et al., 201793 UK o7 356 233%
Cognitive training (n =2)
Moniz-Cook et al., 19983¢ UK v v 30 Unclear
Zarit et al., 198249 USA v 35 Unclear
Communication training (n =2)
Olthof-Nefkens ef al.,2018 The v 4 0%
34 Netherlands !
Williams ef al., 201838 USA v v 24 37.5%
Couple life story approach and life review (n =4)
Ingersoll-Dayton et al.,2016 = USA and
65 v v 29 0%
Japan
Haight et al., 2003 %4 USA v v 22 Unclear
Woods etal.,201650 UK v v 488 28.3%
Ingersoll-Dayton et al.,2013
73 USA v 24 16.7%
Multi-component intervention (n = 10)
Gitlin et al., 201033 USA oo/ 237 27%
Phung et al., 201351 Denmark v 330 39.4%
Serensen et al., 200848 Denmark v v 11 9.1%
Waldorff ef al., 201244 Denmark v 330 16.4%
Eloniemi-Sulkava et al., .
66 Finland v v 125 0%
2009
Prick et al., 201437 The
v v 111 21.2%
Netherlands
Fortinsky et al., 201440 USA v v 31 22.6%
Prick et al., 201627 The
v v 111 21.2%
Netherlands
Prick et al., 201767 The
v v 111 21.2%
Netherlands
Teri et al., 202032 USA v v 255 45.1%



Physical exercise (n =3)

Barrado-Martin ef al., 2019
35 UK v v v 10 20%

D’ Amico et al., 20168 UK v v 131 13.7%

Dal Bello-Haas et al.,2014

47 Canada v v 154 0%

Psychoeducation and counselling (n = 8)

Auclair et al., 200931 USA v v 42 0%
Epstein et al., 200739 USA v v 12 0%
Whitlatch et al., 200630 USA v v 31 0%
Barton et al., 201442 USA v v v 66 2
Andersen, 201353 USA v v 80 15%
Bruvik et al., 201369 Norway v v 230 13.5%
Stockwell-Smith e al., 2018 .

70 Australia v v v 88 28.4%
Orsulic-Teras et al., 201928 USA v v 49 18.4%

Sensory intervention or art-based intervention (n =4)

Baker et al., 201241 Australia v v 5 0%
Clair, 20022 USA v v 15 46.7%
Clair and Ebberts, 19977 USA v v 15 20%
Couture ef al., 202072 Canada v v 5 0%

Note: RCT: Randomized controlled trial.

Dyadic psychosocial interventions

The dyadic interventions examined in the included studies were cognitive-behavioural therapy (n = 4), cognitive training (# = 2), communication training (n = 2), a couple
life story and life review (n = 4), multi-component intervention (rz = 10), physical exercise, (n = 3), psychoeducation and counselling (n = 8), and sensory or art-based

intervention (n = 4).
Engagement strategies

Seven types of strategies that engaged dyads in psychosocial interventions were identified, namely: ensuring a good-quality interventionist; offering take-home supporting
materials; establishing peer support among the participants; tailoring the intervention content; conducting the intervention in a convenient location; conducting the
intervention in a comfortable physical environment; and using a short and succinct programme. Fifteen studies adopted one strategy to enhance engagement, while twenty-

two studies used two or more strategies (please see Table 2 for detail).
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Engagement strategies employed in the studies.

Ensuring a good-  Offering take- Establishing peer Tailoring the Conducting the Conducting the interventionina Using a short and
quality home supporting support among intervention intervention in a comfortable physical succinct
interventionist materials participants content convenient location environment programme

Quayhagen et al.,

v
200040

Yates et al.,2016
45

Orgeta et al.,
201543

Orrell et al., 2017
63

Moniz-Cook et
al., 199836

Zarit et al., 1982
49

Olthof-Nefkens et
al., 201834

Williams et al.,
201838

Ingersoll-Dayton
etal.,2016%

Haight et al.,
200304

Woods et al.,
20160

Ingersoll-Dayton
etal., 201373

Gitlin et al.,2010
33



Phung et al., v v
201351

Serensen et al.,
200848

Waldorff et al.,
201244

Eloniemi-Sulkava
et al., 200990

Prick et al., 2014
37

Fortinsky et al.,
201440

Prick et al.,2016
29

Prick et al.,2017
67

Teri et al.,2020
32

Barrado - Martin
etal.,20193°

D’ Amico et al.,
201698

Dal Bello-Haas et
al., 201447

Auclair et al.,
200931

Epstein et al.,
200739

Whitlatch et al.,
200630

Barton et al.,
201442

Andersen, 2013
53

Bruvik et al.,
201369

Stockwell-Smith
etal., 201870

Orsulic-Jeras et
al.,201928

Baker etal.,2012
41

Clair, 20022 v

Clair and Ebberts,
199771

Couture et al.,
202072

Engagement strategies and the perceptions of the dyad participants
Ensuring a good-quality interventionist

Positive characteristics of a good-quality interventionist were described, including being enthusiastic, warm, caring, helpful, friendly, knowledgeable, skilful, effective, and

influential. >*~3 With an interventionist of good quality, a supportive, safe, and comfortable environment for the participants to engage in the intervention was built.?8-31-32

The participants felt that they were being treated respectfully and equally, and that they were being understood during the intervention.?8-33-3* Some participants also

35,36

expressed their enthusiasm and satisfaction with the support that they received from the interventionists, while some participants found their conversation with the

34,39

interventionists both enjoyable and beneficial.>’>3% They appreciated the interventionists’ ability to help them improve their self-confidence, reduce their sense of

loneliness,” and make them feel better about the future.
Offering take-home supporting materials

Supporting materials, such as advice pamphlets, a manual, a logbook, and education cards, were provided to the participants.30>34-36-41-45 Dyads were generally satisfied

34,36 43,45
1’

with those materials, claiming that they were usefu and could help them to actively participate, engage in discussions, and involve themselves in the

30,34,41,43

easy to use,

process of the intervention.
Establishing peer support among the participants

In some studies, various types of group activities were designed to establish peer relationship and support. The participants thought that during the group activities, their
interactions and communication with others were enhanced,*® and that they were able to develop new relationships and bonding with others.?3-4¢ The participants engaged
in informal conversations with other dyads, shared information, and supported each other.*® Joining group activities allowed dyads to meet other dyads in a similar
situation, cope with challenges together, and learn from each other.*’~*° These activities boosted their self-esteem and helped them to manage their everyday life and social

relations.*® Dyads also enjoyed the socializing component,*-? and some of them expressed the wish that peer support groups could be available throughout the course.*®

They even looked for support groups to join on a permanent basis.*?>!

Tailoring the intervention content

Dyads appreciated that the content of the intervention was personally tailored.>* Tailoring refers to modifying the content of the intervention according to dyads’ interests

and their abilities. For example, in one study, the interventionists had adapted the Tai-chi classes to meet the participants’ needs or requests by simplifying the Tai-chi steps



to be practised during the intervention.>> Another study collected information on the preferences of the participants at the beginning of the programme as well as feedback

from them, and took those into account in the design of subsequent sessions to motivate active participation.>>

Conducting the intervention in a convenient location

To make the intervention more convenient and accessible to participants, the venues of interventions were chosen with consideration given to the accessibility of cars and

the availability of public transport. Some studies even chose a home-based intervention to avoid any problems with mobility or travel. Dyads showed great appreciation for

a convenient location. 23

Conducting the intervention in a comfortable physical environment

A comfortable physical environment was picked by researchers from a list of designated criteria, namely, that it is familiar, spacious, and well maintained.?® Some of the

dyads admitted that a comfortable physical environment was essential to fostering engagement in dyadic communication.33

Using a short and succinct programme

Reduced number of face-to-face sessions to be attended was emphasized in some studies.??>37-33 The participants reported that the intervention was neither burdensome
nor time-consuming when the strategy of “a reduced workload” was used in the study.?> Details of the engagement strategies and the relevant perceptions of the
ICGs/PWD are presented in Table 3.
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Elaboration on the engagement strategies and the perceptions of informal CG/PWD participants.

Engagement strategies Elaboration of the engagement strategies Participants’ perceptions of the engagement strategies

Qualities of a good interventionist

Enthusiastic
Warm
Caring
Helpful Had a feeling of being respected
Friendly Had a feeling of equality
Ensuring good-quality interventionist Knowledgeable Had a feeling of being understood
Skilful Enjoyed and benefited from the conversations with the interventionist
Effective Appreciated the help from the interventionist
Influential Created a positive future

Able to create a supportive, safe, and comfortable
environment
Able to help improve the participants’ self-

confidence

Use of

Advice pamphlets
Manual

Logbook
Education cards

Materials had to be

. . . Facilitated active participation, discussion, and involvement in the process of
Offering take-home supporting materials ) )
the intervention

Easy to use
Useful

Enhanced the participants’ interaction and communication with others
Shared information among peers
Coped with challenges together

. R L Leamnt from each other
While participating in group-based activities,
o o Supported each other
L o Participants were allowed to meet others in similar . . . .
Establishing peer support among the participants uati Developed new relationships and bonding with others
situations
o . . Boosted their self-esteem
Engaged in informal conversations with other dyads . ) . ) )
Helped in managing everyday life and social relations

Enjoyed the socializing component
Wished to have peer support groups available throughout the intervention

Looked for support groups to join permanently

Tailoring the intervention content

Conducting the intervention in a convenient

location

Modify services according to the participants’

interests and abilities

Accessible by car

Accessible by public transport

Felt personal

Motivated active participation

Great appreciation for the convenience of the location

Home-based interventions avoided problems with mobility or travel

Familiar environment

Conducting the intervention in a comfortable Thought that a comfortable environment was essential to foster engagement in

Spacious size

physical environment dyadic communication

A well-maintained place

Felt that the intervention was not burdensome

Using a short and succinct programme Reduced the number sessions to be attended

Felt that the intervention was not time-consuming

Discussion

To the best of our knowledge, this study is the first to explore the strategies that have been adopted to engage PWD and ICG in dyadic interventions. From the included
studies, seven types of engagement strategies were identified. The interventionist is the essence of a good intervention. Inadequate rapport with and trust in the
interventionist are barriers that would inhibit the participants from engaging in the programme. An interventionist with the qualities identified from this review may help to
overcome these barriers. By providing encouragement and being positive, the dyads” acceptance of and willingness to engage in the intervention could be enhanced.>* The
participants in the included studies appreciated the enthusiasm of the interventionist; showed satisfaction with the support offered by the interventionist; and expressed their
enjoyment at having a conversation with the interventionist. Having a positive experience with the interventionist (such as experiencing mutual respect) may also help in
building trust and rapport between the dyads and the interventionist. When a positive therapeutic relationship is established, interventionists will be able to better understand
the difficulties and feelings of the dyads, which will allow them to better support the dyads in the dyadic intervention, yielding better outcomes and higher levels of

adherence.>*



Another key component of an intervention is the materials that are employed. Information is “an instigating or foundational element in many core models of health
behaviour change”.>> Providing take-home supporting materials is another strategy that has been identified for engaging dyad participants. This is because presenting take-

home information may allow key messages that were provided during the intervention to be reinforced, and insufficient attention from the interventionist to be overcome. >

Furthermore, some of the dyadic interventions in the included studies were conducted on a group basis. Participants were given the opportunity to meet with peers sharing a
similar background. If peer support was established in the programme, the dyad participants were more likely to become better engaged. A study has shown that peer
similarity was positively and significantly associated with perceived support.>’ Peer support could be achieved when the dyad participants interacted, communicated, and
developed new relationships in the group activities. In the reviewed studies, through joining the group activities embedded in the intervention programme, the participants
could communicate with other dyads in similar situations, which allowed them to cope with the challenges together. The sharing of personal stories and expression of
similar emotions when they are worried and distressed would give them a sense of relief, enjoyment, decreased loneliness, and a feeling of connection.>® While peer
support groups have long been implemented in dyadic interventions for cancer patients and ICGs, a study reported that the development of close relationships not only
enhanced feelings of emotional support but also promoted the engagement of the dyads in the intervention.>® The consistency of the findings across study populations

indicated that the support of peers could motivate dyads to remain in the dyadic intervention and promote their engagement in it.

Tailoring interventions to fit the needs of the participants is common in interventional studies. It was suggested that tailored interventions could evoke more positive
affective responses, and they have been associated with greater recall and use.®® Engagement refers to the affective responses of the participants, the aesthetic appeal of the
intervention, and the participants’ perceptions of the interactivity and feedback provided by the interventionist. For this reason, tailoring the intervention content would help
to engage the participants. A mix-methods study also found that without tailoring, the intervention appeared to be less acceptable to the participants because it was viewed
as offering no personal benefit in the absence of personalized elements.®® Particularly, the PWD's cognitive impairment, coupled with physical frailty, may limit their ability

to partake in interventions. !

This review showed that the attrition rate of the PWD-ICG in the dyadic intervention could be as high as 59.1%.% On average, ICG provided PWD with 3.6 hours a day
of assistance in the activities of daily living, and 2.6 h in supervision.®> PWD are usually older adults who are generally physically frail as compared to other segments of
the population, such as adolescents. It is not uncommon to have ICG participants drop out from the study because they are busy in their caregiving role, or to have older
adults withdraw from the study because of sickness. To attract dyad participants to participate and remain in the intervention, especially participants from families that are
experiencing significant and temporal stress, a short and succinct programme that minimizes the amount of extra work involved, such as one that involves a minimal

number of face-to-face sessions or home-based activities, should be useful.

To ensure the validity and generalizability of dyadic intervention results, there is a need for future projects to consider various engagement strategies for enhancing their
perceptions towards the intervention as well as the engagement behaviours (e.g. recruitment and attrition). Some of the studies included in this review employed more than
one strategy to promote the engagement of the dyads. There were also numerous studies in which no such strategies were reported. Our findings provide important insights
to clinicians and researchers for developing future studies and practices for the benefits of PWD and their ICGs. Last but not least, the majority of the dyadic intervention
studies included in this review were conducted in Western countries. In Asian societies, the cultural values of familism mean that family members are expected to provide
support to older people as part of their filial responsibilities. Whether interventions should be designed to make use of these values to influence the engagement of the

participants is an issue that has yet to be addressed.

Limitations

Although an exhaustive and systematic search of the literature was conducted, relevant articles published in other languages or other databases may have been missed in
this scoping review. Personal preferences of the PWD-ICG dyads for types of interventions, which might be irrelevant to the engagement strategies can influence the dyads’
engagement in an intervention. Caution should be exercised in the application of the findings. A large number of studies that did not mention the use of any strategies for
engaging dyad participants were not included in our study. Because such strategies were not the major components that must be reported in trials, other types of strategies
may have been employed, which were not reported. Lastly, recruitment strategies may have an influence on the participants’ engagement which is not explored in this

review.

Conclusions

Interventions for PWD and ICGs have been shifted from focusing on the individuals to a dyadic perspective or a family-centered model. Promoting engagement in a dyadic
intervention is essential to improving the outcomes of interventions and compliance of the intervention. This review identified seven strategies for engaging participants in
the interventions, namely, ensuring a good-quality interventionist; offering take-home supporting materials; establishing peer support among the participants; tailoring the
intervention content; conducting the intervention in a convenient location; conducting the intervention in a comfortable physical environment; and using a short and succinct
programme that requires less commitment from the dyads. Multiple strategies were used in the included studies. The perceptions from the participants of the dyadic

interventions were generally positive.

Declaration of Competing Interest

The authors declare that they have no conflict of interest.

Funding information

This research did not receive any specific grant from funding agencies in the public, commercial, or not-for-profit sectors.

Author contributions

D. Cheung, K. Ho, and V. Chiang contributed to the formulation of the research questions and the design of the review. K.Y. Chan and D. Cheung extracted, checked, and

analysed the data. K.Y. Chan, D. Cheung, and S.K. Tang wrote the manuscript. All of the authors critically read, commented on, and approved the final manuscript.

Acknowledgement

We gratefully acknowledge Miss Chan Wing Sze, Miss Fok Ka Yan, Miss Hung Yu Ting, Miss Lo Lai Sz, Miss Wong Mei Y, and Miss Wong Wing Ting for their

contribution in searching the literature and conceptualizing the analysis approach.
Supplementary materials

Supplementary material associated with this article can be found in the online version at doi:10.1016/j.gerinurse.2021.02.002.

References

@ The corrections made in this section will be reviewed and approved by a journal production editor. The newly added/removed references and its citations will be reordered and

rearranged by the production team.

1. Alzheimer's Disease International. World Alzheimer Report 2019: Attitudes to Dementia.; 2019. https://www.alz.co.uk/research/WorldAlzheimerR eport
2019.pdf.

2. Wimo A, Gauthier S, Prince M. Global estimates of informal care. Alzheimer’s Disease International; 2018.


https://doi.org/10.1016/j.gerinurse.2021.02.002
https://www.alz.co.uk/research/WorldAlzheimerReport2019.pdf

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

217.

28.

29

30.

31.

32.

33.

. Kasper JD, Freedman VA, Spillman BC, Wolff JL. The disproportionate impact of dementia on family and unpaid caregiving to older adults. Health

Aff (Millwood). 2015;34(10):1642—1649. doi:10.1377/hlthaff.2015.0536.

. Gellert P, Hausler A, Gholami M, Rapp M, Kuhlmey A, Nordheim J. Own and partners’ dyadic coping and depressive symptoms in individuals with

early-stage dementia and their caregiving partners. Aging Ment Health. 2018;22(8):1014—-1022. doi:10.1080/13607863.2017.1334759.

. Miller LM, Kaye JA, Lyons KS, Lee CS, Whitlatch CJ, Caserta MS. Well-being in dementia: a cross-sectional dyadic study of the impact of multiple

dimensions of strain on persons living with dementia and their family care partners. Int Psychogeriatr. 2019;31(5):617-626.
doi:10.1017/S104161021800203X.

. Cook WL, Kenny DA. The actor—partner interdependence model: a model of bidirectional effects in developmental studies. Int J Behav Dev.

2005;29(2):101-109. doi:10.1080/01650250444000405.

. Van’t Leven N, Prick A-EJC, Groenewoud JG, Roelofs PDDM, de Lange J, Pot AM. Dyadic interventions for community-dwelling people with

dementia and their family caregivers: a systematic review. Int Psychogeriatr. 2013;25(10):1581-1603. doi:10.1017/S1041610213000860.

. Lamotte G, Shah RC, Lazarov O, Corcos DM. Exercise training for persons with Alzheimer’s disease and caregivers: a review of dyadic exercise

interventions. ] Mot Behav. 2017;49(4):365-377. doi:10.1080/00222895.2016.1241739.

. Moon H, Adams KB. The effectiveness of dyadic interventions for people with dementia and their caregivers. Dementia. 2013;12(6):821-839.

doi:10.1177/1471301212447026.

Gitlin LN, Arthur P, Piersol C, et al. Targeting behavioral symptoms and functional decline in dementia: a randomized clinical trial. J Am Geriatr Soc.
2018;66(2):339-345. doi:10.1111/jgs.15194.

Laver K, Milte R, Dyer S, Crotty M. A systematic review and meta-analysis comparing carer focused and dyadic multicomponent interventions for
carers of people with dementia. J Aging Health. 2017;29(8):1308—1349. doi:10.1177/0898264316660414.

Poon E. A systematic review and meta-analysis of dyadic psychological interventions for BPSD, quality of life and/or caregiver burden in dementia or
MCI. Clin Gerontol. 2019;1-21. Published online. doi:10.1080/07317115.2019.1694117.

Lai CKY, Lai DLL, Cheung DSK, Chan LCK. Translational research on a dyadic approach to the Music-with-Movement intervention for people with
early dementia and their families. Alzheimers Dement. 2017;13(7):P1469. doi:10.1016/j.jalz.2017.07.542.

Szabo SM, Whitlatch CJ, Orsulic-Jeras S, Johnson JD. Recruitment challenges and strategies: Lessons learned from an early-stage dyadic intervention
(innovative practice). Dementia. 2018;17(5):621-626. doi:10.1177/1471301216659608.

Center for Advancing Health. A new definition of patient engagement: what is engagement and why is it important? Center for Advancing Health;
2010.

Perski O, Blandford A, West R, Michie S. Conceptualising engagement with digital behaviour change interventions: a systematic review using
principles from critical interpretive synthesis. Transl Behav Med. 2017;7(2):254-267. do0i:10.1007/s13142-016-0453-1.

Tetley A, Jinks M, Huband N, Howells K. A systematic review of measures of therapeutic engagement in psychosocial and psychological treatment. J
Clin Psychol. 2011;67(9):927-941. doi:10.1002/jclp.20811.

Nobles J, Griffiths C, Pringle A, Gately P. Design programmes to maximize participant engagement: a predictive study of programme and participant
characteristics associated with engagement in paediatric weight management. Int J Behav Nutr Phys Act. 2016;13(1):76. doi:10.1186/s12966-016-0399-
1.

van den Heuvel ETP, de Witte LP, Sanderman R, Schure LM, Meyboom-de Jong B Non-participation and drop-out in support programs for caregivers
of cognitively impaired elderly. In: van den Heuvel ETP, ed. Supporting caregivers of stroke patients: an intervention study. University of Groningen;
2002:99-114.

Price A, Bryson H, Smith A, Mensah F, Goldfeld S. Processes for engaging and retaining women who are experiencing adversity in longitudinal health
services research. BMC Health Serv Res. 2019;19(1):833. doi:10.1186/s12913-019-4698-5.

Arksey H, O’Malley L Scoping studies: Towards a methodological framework. Int J Soc Res Methodol. 2005;8(1):19-32.
doi:10.1080/1364557032000119616.

Levac D, Colquhoun H, O’Brien KK Scoping studies: advancing the methodology. Implement Sci. 2010;5(1):69. doi:10.1186/1748-5908-5-69.

Tricco AC, Lillie E, Zarin W, et al. PRISMA extension for scoping reviews (PRISMA-ScR): Checklist and explanation. Ann Intern Med.
2018;169(7):467. doi:10.7326/M18-0850.

The Joanna Briggs Institute. Joanna briggs institute reviewers” manual: 2014 edition. The University of Adelaide; 2014.

England MJ, Butler AS, Gonzalez ML Psychosocial interventions for mental and substance use disorders: a framework for establishing evidence-based
standards. The National Academies Press; 2015.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. 2006;3(2):77-101. doi:10.1191/1478088706qp0630a.

Ho KHM, Chiang VCL, Leung D. Hermeneutic phenomenological analysis: the “possibility” beyond “actuality” in thematic analysis. J Adv Nurs.
2017;73(7):1757-1766. doi:10.1111/jan.13255.

Orsulic-Jeras S, Whitlatch CJ, Szabo SM, Shelton EG, Johnson J. The SHARE program for dementia: implementation of an early-stage dyadic care-
planning intervention. Dementia. 2019;18(1):360-379. doi:10.1177/1471301216673455.

. Prick A-E, de Lange J, Scherder E, Twisk J, Pot AM. The effects of a multicomponent dyadic intervention on the mood, behavior, and physical health

of people with dementia: a randomized controlled trial. Clin Interv Aging. 2016;383. Published online. doi:10.2147/CIA.S95789.

Whitlatch CJ, Judge K, Zarit SH, Femia E. Dyadic intervention for family caregivers and care receivers in early-stage dementia. The Gerontologist.
2006;46(5):688—-694. doi:10.1093/geront/46.5.688.

Auclair U, Epstein C, Mittelman M. Couples counseling in Alzheimer’s disease: additional clinical findings from a novel intervention study. Clin
Gerontol. 2009;32(2):130-146. doi:10.1080/07317110802676809.

Teri L, Logsdon RG, McCurry SM, Pike KC, McGough EL. Translating an evidence-based multicomponent intervention for older adults with
dementia and caregivers. The Gerontologist. 2020;60(3):548—557. doi:10.1093/geront/gny122.

Gitlin LN, Winter L, Dennis MP, Hodgson N, Hauck WW. A biobehavioral home-based intervention and the well-being of patients with dementia and
their caregivers: the COPE randomized trial. ] Am Med Assoc. 2010;304(9):983. doi:10.1001/jama.2010.1253.



34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

6l.

62.

63.

Olthof-Nefkens MWLIJ, Kruse H, Derksen E, de Swart BJM, Nijhuis-van der Sanden MWG, Kalf JG. Improving communication between persons
with mild dementia and their caregivers: Qualitative analysis of a practice-based logopaedic intervention. Folia Phoniatr Logop. 2018;70(3—4):124—133.
doi:10.1159/000491081.

Barrado-Martin Y, Heward M, Polman R, Nyman SR. Acceptability of a dyadic Tai Chi intervention for older people living with dementia and their
informal carers. J Aging Phys Act. 2019;27(2):166—183. doi:10.1123/japa.2017-0267.

Moniz-Cook E, Agar S, Gibson G, Win T, Wang M. A preliminary study of the effects of early intervention with people with dementia and their
families in a memory clinic. Aging Ment Health. 1998:;2(3):199-211. doi:10.1080/13607869856687.

Prick A-E, de Lange J, van’t Leven N, Pot AM. Process evaluation of a multicomponent dyadic intervention study with exercise and support for people
with dementia and their family caregivers. Trials. 2014;15(1):401. doi:10.1186/1745-6215-15-401.

Williams CL, Newman D, Hammar LM. Preliminary study of a communication intervention for family caregivers and spouses with dementia. Int J
Geriatr Psychiatry. 2018;33(2):e343—349. doi:10.1002/gps.4816.

Epstein C, Auclair U, Mittelman M. Couples counseling in Alzheimer’s disease: first observations of a novel intervention study. Clin Gerontol.
2007;30(2):21-35. doi:10.1300/J018v30n02_03.

Fortinsky RH, Delaney C, Harel O, et al. Results and lessons learned from a nurse practitioner-guided dementia care intervention for primary care
patients and their family caregivers. Res Gerontol Nurs. 2014;7(3):126—137. doi:10.3928/19404921-20140113-01.

Baker FA, Grocke D, Pachana NA. Connecting through music: a study of a spousal caregiver-directed music intervention designed to prolong fulfilling

relationships in couples where one person has dementia. Aust J Music Ther. 2012;23:4-19.

Barton C, Merrilees J, Ketelle R, Wilkins S, Miller B. Implementation of advanced practice nurse clinic for management of behavioral symptoms in
dementia: a dyadic intervention (innovative practice). Dementia. 2014;13(5):686—696. doi:10.1177/1471301213519895.

Orgeta V, Leung P, Yates L, et al. Individual cognitive stimulation therapy for dementia: a clinical effectiveness and cost-effectiveness pragmatic,
multicentre, randomized controlled trial. Health Technol Assess. 2015;19(64):1-108. doi:10.3310/hta19640.

Waldorff FB, Buss DV, Eckermann A, et al. Efficacy of psychosocial intervention in patients with mild Alzheimer’s disease: the multicentre, rater
blinded, randomized Danish Alzheimer intervention study (DAISY). Br Med J. 2012;345:¢4693. €4693. doi:10.1136/bm;j.e4693.

Yates LA, Orgeta V, Leung P, Spector A, Orrell M. Field-testing phase of the development of individual cognitive stimulation therapy (iCST) for
dementia. BMC Health Serv Res. 2016;16(1):233. doi:10.1186/s12913-016-1499-y.

Quayhagen MP, Quayhagen M, Corbeil RR, et al. Coping with dementia: evaluation of four nonpharmacologic interventions. Int Psychogeriatr.
2000;12(2):249-265. doi:10.1017/S1041610200006360.

Dal Bello-Haas VPM, O’Connell ME, Morgan DG, Crossley M Lessons learned: feasibility and acceptability of a telehealth-delivered exercise

intervention for rural-dwelling individuals with dementia and their caregivers. Rural Remote Health. 2014;14(3):2715.

Serensen LV, Waldorff FB, Waldemar G. Early counselling and support for patients with mild Alzheimer’s disease and their caregivers: a qualitative
study on outcome. Aging Ment Health. 2008;12(4):444—450. doi:10.1080/13607860802224342.

Zarit SH, Zarit JM, Reever KE. Memory training for severe memory loss: effects on senile dementia patients and their families. The Gerontologist.
1982;22(4):373-377. doi:10.1093/geront/22.4.373.

Woods RT, Orrell M, Bruce E, et al. REMCARE: pragmatic multi-centre randomized trial of reminiscence groups for people with dementia and their
family carers: Effectiveness and economic analysis. PLOS ONE. 2016;11(4):e0152843. doi:10.1371/journal.pone.0152843.

Phung KTT, Waldorff FB, Buss DV, et al. A three-year follow-up on the efficacy of psychosocial interventions for patients with mild dementia and
their caregivers: the multicentre, rater-blinded, randomized Danish Alzheimer intervention study (DAISY). BMJ Open. 2013;3(11):e003584.
doi:10.1136/bmjopen-2013-003584.

Clair AA. The effects of music therapy on engagement in family caregiver and care receiver couples with dementia. Am J Alzheimers Dis Dementiasr.
2002;17(5):286-290. doi:10.1177/153331750201700505.

Andersen TC. Proactive dementia care: A pilot study of social work and health education interventions with patients with mild dementia and their

caregivers [Dissertation]. Published online 2013.

Van’t Leven N, Van der Ploeg E, de Lange J, Pot AM. Indicators to estimate the appropriateness of activating interventions for people living with
dementia and for their informal caregivers. Aging Ment Health. 2018;22(11):1416-1423. doi:10.1080/13607863.2017.1358353.

Greyson DL, Johnson JL. The role of information in health behavior: a scoping study and discussion of major public health models. J Assoc Inf Sci
Technol. 2016;67(12):2831-2841. doi:10.1002/asi.23392.

Karran EL, Yau Y-H, Hillier SL, Moseley GL. The reassuring potential of spinal imaging results: Development and testing of a brief, psycho-education
intervention for patients attending secondary care. Eur Spine J. 2018;27(1):101-108. doi:10.1007/s00586-017-5389-8.

Wasilewski MB, Stinson JN, Webster F, Cameron JI. How does peer similarity influence adult children caregivers’ perceptions of support from peers?
A mixed-method study. Ageing Soc. 2018;38(11):2280-2303. doi:10.1017/S0144686X17000514.

Wu E, Barnes DE, Ackerman SL, Lee J, Chesney M, Mehling WE. Preventing loss of independence through exercise (PLIE): Qualitative analysis of a
clinical trial in older adults with dementia. Aging Ment Health. 2015;19(4):353-362. doi:10.1080/13607863.2014.935290.

Saita E, Acquati C, Molgora S. Promoting patient and caregiver engagement to care in cancer. Front Psychol. 2016;7. doi:10.3389/fpsyg.2016.01660.

Morrison L, Moss-Motris R, Michie S, Yardley L Optimizing engagement with Internet-based health behaviour change interventions: comparison of
self-assessment with and without tailored feedback using a mixed methods approach. Br J Health Psychol. 2014;19(4):839-855.
doi:10.1111/bjhp.12083.

Cohen-Mansfield J. Activity groups for persons with dementia: personal predictors of participation, engagement and mood. Psychiatry Res.
2017;257:375-380. doi:10.1016/j.psychres.2017.07.045.

World Health Organization. Supporting informal caregivers of people living with dementia. World Health Organization; 2015. https:/www.who.int/men

tal_health/neurology/dementia/dementia thematicbrief informal care.pdf.

Orrell M, Yates L, Leung P, et al. The impact of individual cognitive stimulation therapy (iCST) on cognition, quality of life, caregiver health, and
family relationships in dementia: A randomized controlled trial. PLOS Med. 2017;14(3):¢1002269. doi:10.1371/journal.pmed.1002269.


https://www.who.int/mental_health/neurology/dementia/dementia_thematicbrief_informal_care.pdf

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

Haight BK, Bachman DL, Hendrix S, Wagner MT, Meeks A, Johnson J. Life review: treating the dyadic family unit with dementia. Clin Psychol
Psychother. 2003;10(3):165—-174. doi:10.1002/cpp.367.

Ingersoll-Dayton B, Spencer B, Campbell R, Kurokowa Y, Ito M. Creating a duet: the couples life story approach in the United States and Japan.
Dementia. 2016;15(4):481-493. doi:10.1177/1471301214526726.

Eloniemi-Sulkava U, Saarenheimo M, Laakkonen M-L, et al. Family care as collaboration: effectiveness of a multicomponent support program for
elderly couples with dementia. Randomised controlled intervention study. J Am Geriatr Soc. 2009;57(12):2200-2208. doi:10.1111/j.1532-
5415.2009.02564 x.

Prick A-E, de Lange J, Scherder E, Twisk J, Pot AM. The effects of a multicomponent dyadic intervention with physical exercise on the cognitive
functioning of people with dementia: a randomized controlled trial. J Aging Phys Act. 2017;25(4):539-552. doi:10.1123/japa.2016-0038.

D’Amico F, Rehill A, Knapp M, et al. Cost-effectiveness of exercise as a therapy for behavioural and psychological symptoms of dementia within the
EVIDEM-E randomized controlled trial: the cost-effectiveness of exercise for BPSD. Int J Geriatr Psychiatry. 2016;31(6):656—665.
doi:10.1002/gps.4376.

Bruvik FK, Allore HG, Ranhoff AH, Ulstein ID, Engedal K. The effect of psychosocial support intervention on depression in patients with dementia
and their family caregivers: an assessor-blinded randomized controlled trial. Dement Geriatr Cogn Disord Extra. 2013;3(1):386-397.
doi:10.1159/000355912.

Stockwell-Smith G, Moyle W, Kellett U. The impact of early psychosocial intervention on self-efficacy of care recipient/carer dyads living with early-
stage dementia—a mixed-methods study. J Adv Nurs. 2018;74(9):2167-2180. doi:10.1111/jan.13710.

Clair AA, Ebberts AG. The effects of music therapy on interactions between family caregivers and their care receivers with late stage dementia. J Music
Ther. 1997;34(3):148—-164. doi:10.1093/jmt/34.3.148.

Couture N, Villeneuve P, Ethier S. Five functions of art therapy supporting couples affected by Alzheimer’s disease. Art Ther. 2020;1-9. Published
online. doi:10.1080/07421656.2020.1726707.

Ingersoll-Dayton B, Spencer B, Kwak M, Scherrer K, Allen RS, Campbell R. The couples life story approach: a dyadic intervention for dementia. J
Gerontol Soc Work. 2013;56(3):237-254. doi:10.1080/01634372.2012.758214.

Appendix Supplementary materials

Multimedia Component 1

alt-text: Image, application 1

Queries and Answers

Query: Please confirm that givennames and surnames have been identified correctly.

Answer: Yes

Q2

Query: The author names have been tagged as given names and surnames (surnames are highlighted in teal color). Please confirm if they have been identified correctly.

Answer: Confirmed.


https://pcv3-elsevier-live.s3.amazonaws.com/c901ac56ce9c08a7847d8f331fe1c3/images/mmc1.pdf



