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CHAPTER 7 – 

General discussion
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This chapter presents the outcomes of our research on dyadic, activating interven-

tions for people with dementia and their informal caregivers, who live together in 

the community. Dyadic, activating interventions support the maintenance of 

meaningful activities for people with dementia and their caregivers that dementia 

may prevent them from participating in. The goal of this thesis was first, to study 

the impact of these interventions on people with dementia and their caregivers, 

and second, to explore the appropriateness of criteria for referring them to these 

interventions. In this final chapter, the main findings of both parts of the thesis are 

presented, along with a reflection on the findings, methodological considerations, 

suggestions for future research and implications for practice. 

Main findings of the thesis 

Part I  Impact of dyadic, activating interventions for people with dementia  

  and their informal caregivers

Our systematic review of the impact of dyadic, psychosocial interventions showed 

significant positive effects on the mood, behavior, daily activities and quality of life 

of people with dementia, as well as on the mood, sense of burden, competence and 

quality of life of caregivers (Chapter 2). We found particularly promising results 

when reviewing components of interventions closely related to the targeted 

functional domains. Components designed to increase the practice of meaningful 

activities did improve levels of activity and functional dependence. Components 

designed to increase the caregiver’s supporting skills improved their sense of 

competence. And components designed to improve sleep at night had a positive 

impact on sleep. Despite these positive and obvious associations, the results across 

all studies were heterogeneous. Interventions proven effective in one trial were 

often not replicated in other studies studying similar interventions. The needs of 

people with dementia and their caregivers were not considered as part of the 

inclusion process by any of the studies. Scientific studies are frequently based on a 

‘one size fits all’ approach. We therefore hypothesized, that one of the reasons for 

the heterogeneity of effects may be a poor match between intervention compo-

nents and personal needs, characteristics and preferences of people with dementia 

and their caregivers. 

In our next two studies, we investigated the potential of tailored support through 

dyadic, activating interventions (Chapters 3 and 4). We included three interven- 
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tions that can be considered as ‘dyadic, activating interventions’. Dyadic,  

activating interventions aim to increase the skills of people with dementia and 

their informal caregivers in both maintaining daily activities and coping with a 

decline in general functioning due to the illness. The Pleasant Events Program 

focused on maintaining enjoyable activities, the Exercise and Support Intervention 

on maintaining physical fitness and enjoyable activities, and Occupational  

Therapy (Community Ocupational Therapy in Dementia – COTiD) on maintaining 

independence in meaningful activities.1-4 

We studied each intervention’s fit with the needs, characteristics and preferences 

of participating dyads (Chapter 3). Interviews with participants and their coaches 

revealed five factors that described the most important needs, characteristics  

and preferences that lead to a better match with the intervention. Four factors 

describe actual needs, characteristics and preferences of dyads, whereas the fifth 

factor explores the meaning of the activities for a dyad:

1 Timing and openness to change: dyads who were aware of the impact  

 dementia had on their daily life and who were open to making changes in  

 their routine perceived the interventions as appropriate. Often, this  

 occurred in an early stage of dementia. 

2 Need for activity: dyads who experienced a lack of daily activities, but  

 expressed a desire to maintain these activities perceived the interventions  

 as appropriate. 

3 Lifestyle: dyads with an active lifestyle and a preference for physical activity   

 perceived the interventions as appropriate. 

4 Doing activities apart-or-together: dyads having a need for joint activities and  

 shared experiences felt supported by the interventions. 

5 Meaning of the activity: before any appropriate matches can be made, it   

 seemed highly relevant to explore the reason why the people with dementia   

 and their caregivers participated in that particular activity. A need for activity  

 can stem from the loss of daily pastimes, but also from experiencing pleasure  

 or satisfaction or enjoying independence or social contacts while performing  

 certain activities. For example, the ability to make coffee can mean a variety  

 of things for different people: independence, daily routine, caring for or sharing  

 with their partner, friends and family.

Next, we studied the working mechanisms of the interventions as perceived by 

participating dyads and professionals (Chapter 4). Three working mechanisms were 
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identified, each with several components. Interventions were perceived as  

positive, when the coach:

1  Enabled participation in activities for the person with dementia and the  

  caregiver without providing false hope. Components: 

• Focusing on the dyad staying active.

• Emphasizing their abilities, while not ignoring any limitations.

• Attuning to their motivation.

• Focusing on opportunities to learn new habits or adapt their routines.

2  Explored the most important personal activity needs of the person with  

  dementia and the caregiver. Components: 

• Paying attention to the needs of both the person with dementia and the 

caregiver.

• Being competent in the field of dementia.

• Observing dyads practicing activities to explore capacities and limitations.

• Setting attainable goals and choosing doable activities.

3  Utilized a solution-focused approach to adapt, test, and practice activities.   

  Components: 

• Piloting ideas, tips and solutions.

• Stimulating dyads’ persistence and repetition of activities.

• Creatively adapting activities.

• Practicing activities together.

• Using coaching communication.

The core theme was empowerment. The interventions seemed to work when  

they empowered people with dementia and their caregivers by increasing their 

self-confidence, competence and hope which enabled them to maintain activities. 

Part II The Appropriateness of criteria for referral to dyadic, activating  

  interventions 

Part II of this thesis was directed at applying the findings of Part I to assist clinical 

professionals when referring people with dementia and their caregivers to dyadic, 

activating interventions taking into account their needs, characteristics and 

preferences. The five factors identified in chapter 3 were operationalized into 

draft-criteria. According to an expert panel of referring professionals, the presence 

or absence of just over half the criteria (18 of 31) could be recognized in the large 

majority of their clients (Chapter 5). In the panel discussion, experts repeatedly 

mentioned the complexity of conducting a comprehensive needs assessment, 
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especially when trying to identify people’s latent needs. Some reported a lack  

of attention to a dyad’s need for social contact or their preference for physical  

exercise. They also shared that they were used to limiting their assessments to 

services they knew were readily available.

The draft-criteria were regularly identified in real-life needs assessments conduc-

ted by dementia case managers, but they were usually not expressed in an explicit 

manner (Chapter 6). Most dyads expressed the need to maintain activities.  

However, the importance of and the meaning of the activity was not frequently 

discussed. The dyads clearly needed encouragement to share and explore those 

needs, but no further exploration took place. Similar to the previous study, we 

found that case managers often limited their exploration of needs to those catered 

for by standard care services. A service-oriented focus instead of a person-centered 

approach seemed to be common practice.

Reflection on the findings      

Within person-centered care, it is important to address meaningful activities.5-9 

Dyadic, activating interventions can support dyads to maintain activities. Neuro- 

logical or physical impairment, as well as personal, social, and environmental 

contexts can influence activity and participation.10 The dyadic, activating inter- 

ventions that we studied, are focused on enablement, taking impairment, activity 

and participation into account.11 This enabling approach is oriented to the optimal 

use of remaining capacities and person-centered, a core recommendation in the 

Global Action Plan on the Public Health Response to Dementia of the World Health 

Organisation.12 In this thesis we developed criteria that may help referring profes-

sionals in estimating the appropriateness of dyadic, activating interventions for 

a dyad. The criteria that are recognizable, as demonstrated in chapters 5 and 6, 

can be used as a conversation tool to both assess the activity needs of a dyad and  

evaluate the appropriateness of the interventions. Our research revealed two 

barriers for the use of these criteria: the suboptimal quality of the needs assess-

ments (Chapters 3, 5, 6), and a limited awareness of activating interventions to 

support dyads (Chapters 4, 5). We will discuss these barriers in more detail below. 

Quality of needs assessment

Our studies identified several limitations in current needs assessments (Chapter 3, 

5, 6). The needs, characteristics and preferences of people with dementia and 
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informal caregivers are not systematically checked, and the assessment is often 

limited to medical and personal care domains. We also noticed a lack of in-depth 

exploration of needs and their meaning for that specific dyad. Previous research 

shows that dyads only mention needs when they know a service exists.13 They are 

hesitant to mention needs and preferences when they are unsure if there is a 

potential intervention.14 A comprehensive needs assessment can explore personal 

needs in more detail. Our research showed that questions about preferences and 

wishes encourage people with dementia and their caregivers to talk about their 

daily life and how they cope with limitations (Chapters 3, 4, 6). By doing so, latent 

needs might emerge, particularly those related to their daily functioning. In 

addition, exploring needs stimulated people with dementia and caregivers to come 

up with solutions themselves. It can be challenging to talk about practical topics in 

detail, because the stories of people with dementia and their caregivers are often 

focused on loss and grief.15 However, people with dementia and caregivers in our 

research mentioned that a professionals’ acknowledgement of their needs and 

feelings was important to them, even without a direct solution (Chapter 4). 

Finally, identifying the meaning of an activity for people with dementia and 

caregivers is important as part of a comprehensive needs assessment, as it helps 

professionals to both better understand the dyad’s needs and find an appropriate 

intervention (Chapters 3, 4, 5, 6). Riding a bicycle can be meaningful as a mode of 

transportation, but also as a need for a healthy lifestyle, recreation, or social 

contact. An appropriate intervention should match the meaning of the activity for 

that individual. As a result, different interventions might be suggested to people 

with, superficially, a similar activity need.

Awareness and knowledge of activating interventions and their impact  

Our research showed that referring professionals were neither sufficiently aware  

of nor informed about activating interventions for people with dementia and their 

caregivers. Hence, they did not inform people with dementia sufficiently about the 

possible positive outcomes of training and an enabling physical and social environ-

ment, which might compensate for declines in functioning. As a result, people with 

dementia often thought that nothing more could be done, further increasing their 

feeling of helplessness following a diagnosis that is often devastating in itself 

(Chapter 3). 

People with dementia and their caregivers can feel more positive when they are 

aware of small steps and changes that can help them cope.16 For example, one 
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person with dementia in our study, mentioned that the intervention had  

encouraged him to stay active and to push himself to maintain his daily activities.  

A caregiver shared that she learned to motivate her partner in a gentler way,  

rather than using a phrase that frustrated him (‘you have to’). Other studies also 

emphasize the importance of positive feelings as a coping mechanism for people 

with dementia.17-20 When referring professionals are more aware of dyadic,  

activating interventions, they can discuss an enabling and capacity-building 

approach and its possible benefits with a dyad. 

Methodological considerations

Evidence for impact of interventions 

Our systematic review and other reviews showed evidence for the beneficial 

impact of dyadic, activating interventions.21-24 These reviews also point to incon-

sistency in evidence for individual interventions. This is also the case for the three 

interventions central to this thesis. Some scientific evidence supported them  

when this study began, but the positive findings of the ‘Exercise and Support 

Intervention’ and ‘COTiD’ were not replicated in later studies.25-33 Looking back, 

this may be because the studied interventions did not specifically match the needs, 

characteristics and preferences of the participants involved.14,34-36 There is still a 

gap in knowledge, especially regarding which intervention works best for whom 

and when.22,37 This research addresses some of those issues.

Criteria and indicators

In Part II of this thesis, criteria for the assessment of activity needs were developed 

using the RAND Appropriateness Method (Chapter 5). The RAND methodology 

requires an extensive literature review on the effectiveness of the relevant inter-

vention as a basis for developing indicators.38 However, there was a limited 

amount of evidence available supporting our research. We still choose to use the 

RAND methodology as it offered a structured and objective procedure for evalua-

ting the recognizability of the draft-criteria. We formulated the draft-criteria 

following the findings of our qualitative study (Chapter 3). The RAND expert panel 

then rated them for recognizability in their daily practice. RAND normally uses the 

term ‘indicators,’ but because the underlying evidence for our study was less 

rigorous, the term ‘criteria’ was more adequate.
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Triangulation in data collection and analysis 

Input from several stakeholders is a strength in research. We interviewed people 

with dementia, their caregivers and the coaches involved in the studies described 

in chapters 3, 4 and 6. For the studies described in chapters 5 and 6 we included 

referring professionals, like case managers, geriatricians and general practitioners. 

This enabled us to incorporate a variety of perspectives. The unit of analysis in our 

studies was a case, where each case consisted of a person with dementia, their 

informal caregivers and any supporting professionals.39 In each case, the narra- 

tives of the person with dementia, the caregiver and the coach complemented  

each other, resulting in ‘rich data’.39 The inclusion of multiple sources of infor- 

mation contributed to increased validity, credibility and trustworthiness of our 

findings.40,41

Roles of the primary investigator

In qualitative research, the researcher’s expectations and assumptions may 

influence the validity of the findings.41 The professional experience of the primary 

investigator as an occupational therapist working with people with dementia and 

their caregivers played a significant role in this thesis. It contributed to both 

building a confidential relationship (‘rapport’) with respondents and acknowled-

ging the perspectives of both dyads and coaches (role-taking).42 However, the 

primary investigator’s experience as an occupational therapist in the field of 

dementia also poses a potential bias, as personal expectations and assumptions 

may have influenced the data interpretation process.40 Reflexive objectivity can 

improve the validity of a study’s outcomes.43 In our studies, we strived for ‘reflexive 

objectivity’ through collaboration with  researchers from several backgrounds, 

including nursing, psychology, medicine, and public health sciences.41,43

Recommendations for research     

In this thesis, we developed a set of criteria to match dyadic, activating interven- 

tions with the needs, characteristics and preferences of people with dementia and 

their caregivers. The criteria can be used as a tool for both assessing activity needs 

of a dyad and evaluating the appropriateness of dyadic, activating interventions. 

Research regarding the validity of the criteria as a referring tool in clinical practice 

is needed. Furthermore, future research could focus on different dyadic, activating 

interventions, and add diversity of participants for example different cultural 

backgrounds. 
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With regard to the design of future studies on dyadic, activating interventions  

for people with dementia and their caregivers, we recommend to explore a dyad’s 

needs and preferences before including them in the study. Furthermore, specific 

outcome measures should be included related to the target areas of the interven- 

tion in addition to generic outcomes. For example, if an intervention is focused  

on physical fitness, one of the outcome measures should be directly related to 

physical fitness. If an intervention is focused on an increase in activities or social 

contacts, then the outcomes should at least include the measurement of those 

domains. We also recommend the inclusion of a measure regarding empowerment, 

like ‘competence’ or ‘self-confidence’, since this may help explain any impact that 

could be found. In addition to the usual outcome measures, like mood, behavioral 

changes and sense of burden, these outcome measures can give more comprehen-

sive insight into the impact of dyadic, activating interventions and their working 

mechanisms.44-46 

Implications for practice

The implications for practice provide suggestions for referring professionals, 

providers of dyadic, activating interventions, and teachers who focus on dementia 

care.

Referring professionals 

Quality of the needs-assessment

Referring professionals, like clinicians and case managers, may benefit from 

learning additional skills to perform comprehensive needs assessments. In the 

Netherlands, geriatricians, general practitioners and dementia case managers  

hold a central position for referral to care and support after the initial dementia 

diagnosis. A comprehensive assessment would include all domains of daily life, like 

cognitive and physical impairment, activity, the social and environmental context 

and participation. Client-centered interview techniques and sensitivity to unmet 

needs and preferences in coping with declines in capacities and functioning are 

important. Questions like, ‘What activities do you prefer?’, or, ‘What activities do 

you like to do together’, followed by questions about the meaning and limitations 

the dyad experiences may help identify activity needs, preferences and latent 

needs. Such a needs assessment may assist the dyad in coming up with their own 

solutions. 
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Awareness and knowledge of dyadic, activating interventions

Referring professionals should become more aware of dyadic, activating inter- 

ventions’ positive impact in that they can make a big difference to people with 

dementia and their caregivers. For example, they may better cope with daily 

problems, even if they only made minor changes at first. Next, they should  

actively search the available dyadic, activating interventions and strength-based 

approaches in their region.47 

Providers and professionals of dyadic, activating interventions

Availability of dyadic, activating interventions

Service providers in the field of dementia care should increase the amount of 

dyadic, activating interventions offered, preferably evidence-based and focusing 

on different domains like physical activity, pleasant activities, music, social  

contacts and ADL-activities. This will make it easier to refer people with dementia 

and their caregivers to interventions that fit their needs. Wider availability will  

also add increased public awareness of the remaining capacities and interests of 

people with dementia. Professionals who provide dyadic, activating interventions 

should actively inform referring professionals about the goals and impacts of their 

intervention. 

Competencies of professionals guiding the interventions

Professionals guiding dyadic, activating interventions must be able to set realistic 

goals with a dyad. For every dyad, they should explore where adaptations are 

needed. For an enabling approach using strength-based interventions, a professio-

nal must focus on clients’ abilities while respecting their limitations. A professional 

will also benefit from extensive knowledge of cognitive and behavioral processes 

that accompany dementia to recognize capacities and limitations.48 A rehabilita-

tive approach is central to the paramedical health disciplines. Along with the other 

disciplines, they can shape this enabling approach in dementia care services. 

Finally, a creative and open mind will help professionals brainstorm solutions 

tailored to the people with dementia and the caregivers. 
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Education on dementia care

The following recommendations concern both undergraduate study programs and 

professional education in dementia-care.

• Professionals must be trained in a dyadic approach to both people with demen-

tia and informal caregivers, taking their personal needs, characteristics and 

preferences into account when considering psychosocial interventions.5,49  

• The relationship between meaningful activities and well-being requires more 

attention in professional education. It should be emphasized that meaningful 

activities may be small activities such as daily habits and self-care or bigger 

activities and hobbies.50

• The working mechanisms for an enabling and activating approach can be part of 

training programs, such as a focus on capacities, motivation, attainable goals, 

practicing activities and strength-based strategies for people with dementia 

and their caregivers.16,49

• Finally, for a person-centered approach, interprofessional collaboration is 

needed, a challenge for all professionals involved in dementia care. This requires 

a professional to be empathetic and have knowledge of the services offered by 

other care providers. To date, both referring professionals and those guiding the 

interventions are still too focused on how the client can benefit from what they 

themselves do, rather than focusing on what is best for that particular dyad. It is 

important that students from different study programs collaborate on projects 

that come from ‘real-life’ clinical practice. They should be familiar with other 

disciplines from the start of their education and learn how to collaborate and 

complement each other.

Conclusion

Based on the identified factors for determining a fit and the perceived working 

mechanisms, criteria have been developed to guide clinicians and case managers  

in assessing activity needs and evaluating the potential match of an activating 

intervention with a dyad’s needs, characteristics and preferences. A more com- 

prehensive assessment of activity needs and greater awareness of the potential  

of dyadic, activating interventions may help people with dementia and their 

caregivers. This will contribute to more attention for continuing activities and 

feelings of self-confidence, competence and hope. 
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