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CHAPTER 1 – 

General introduction
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Background

Challenges to maintain activities after a dementia diagnosis

Worldwide, the number of people with dementia is expected to increase  

exponentially in the coming decades due to an increased life expectancy. In the 

Netherlands, 270,000 people currently live with dementia, with more than 

620,000 people projected for 2050.1 An even larger increase is expected world- 

wide, from 46 million in 2015 to 131.5 million in 2050.2 Dementia is characterized 

by a progressive decline of cognitive functions, profoundly limiting the activities  

of daily living and social functioning.3 As there is no cure for dementia, psycho- 

social interventions are important to maintain quality of life by coping with the 

consequences of dementia.4,5 

Community-based care and support for people with dementia will continue to be 

needed in the coming decades.6 About 74% of Dutch people with dementia live in 

their own homes and receive support and care from informal caregivers.7 These 

informal caregivers are most often spouses and adult children, though they may 

occasionally be neighbors or close friends. About 60% of informal caregivers live 

with the person with dementia.1 With the increase of people with dementia and 

the current trend for them to live at home longer, informal caregivers are projected 

to play a more substantial future role in dementia care. Being a caregiver, which 

includes making decisions for the person with dementia, changes the nature of  

the relationship with the partner, child, friend, or neighbor. Caring is time consu-

ming and the ongoing demand and unpredictability of dementia’s progression is 

burdensome.8,9 Interventions which support both people with dementia and the 

caregiver are seen as most effective in maintaining the quality of life for both.10-12 

Awareness of dementia’s effect on the relationship between people with dementia 

and their informal caregivers has increased in recent years, especially when it 

comes to communication, shared activities, reciprocity, and happiness.13-15 The 

behaviors of the informal caregiver and his or her sense of competence can greatly 

influence behavioral changes in people with dementia.14,16 Dyadic interventions 

enable them to discuss relationship issues, such as dealing with emotions and 

practicing skills for coping with declines in capacities.15,17 

Continuing to participate in meaningful activities is important for people with 

dementia and their caregivers, but not easy. These activities can have a positive 

effect on the well-being and health of people with dementia, building self-esteem 

and satisfaction, while also providing life continuity.18-20 Although some people 

with dementia develop strategies to remain active and continue activities they 
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previously enjoyed, many frequently report a lack of company and daytime activi-

ties, both at home and elsewhere.21-25 Informal caregivers report difficulties in 

helping the person with dementia maintain their activities, while also keeping up 

with their own.7,9,26 Informal caregivers have repeatedly expressed a need for 

professional advice regarding continuing activities.23,27

Person-centered dementia care

The focus of this research, the need for meaningful activities, is one of the domains 

of person-centered care, along with comfort, attachment, inclusion and identity.4 

Kitwood includes these five domains of psychological needs to fulfil the central 

need to be a loved and respected person when living with dementia. They are all 

essential for maintaining a sense of personhood or ‘continuation of self’.4,28,29  

In a person-centered approach, needs are interpreted from the viewpoint of the 

person with dementia, the individual course of the dementia process and their 

individual life history.4,29,30 This also includes the person’s experiences with the 

interdependency and reciprocity that are inherent in caring relationships.31 

Therefore, needs within the domains may vary per individual. 

Person-centered care is directed at maximizing the individual’s potential by 

optimally using their individual capacities and creating a physical and social 

environment that supports the person with dementia in living with meaning and 

dignity.4,30 People with dementia make their own choices where possible, and 

are not seen as passive recipients of standard care services.4,29 Self-evidently,  

an informal caregiver also has an individual biography, lifestyle, and coping  

strategy.13,14,32 In a person-centered approach, the needs, characteristics and 

preferences of both the people with dementia and the caregivers are equally 

important in offering appropriate care and support. 

Three dyadic, activating interventions

The  primary investigator and co-authors have been involved in three promising 

activating interventions based on the available evidence at the start of this project, 

which focus on the activity needs of people with dementia and their informal 

caregivers, in line with a person-centered approach. These interventions empha-

sized potential adaptations of activities to fit the remaining capacities of the 

people with dementia. The interventions include psycho-education, emotional 

support, the practice of various activities, and communication skills for caregivers. 

The interventions consist of six to ten home visits. These interventions are: the 

Pleasant Events Program; the Exercise and Support Intervention; and Community 

Occupational Therapy in Dementia (COTiD) (Chapter 3, Table 1, p. 60).  
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The Pleasant Events Program focuses on finding enjoyable activities for the dyad, 

planning them, and when necessary, simplifying these activities for the person 

with dementia. Examples are: walking around the neighborhood; taking public 

transport to a historic part of the city; watching a specific television program.33-35 

The Exercise and Support Intervention aims to increase the physical health and  

the mood of both people with dementia and caregivers while decreasing the 

caregiver’s burden. The intervention includes joint exercises and planning  

pleasant activities. The exercises focus on flexibility, balance, strength and/or 

endurance.36,37 Community Occupational Therapy in Dementia (COTiD) aims to 

generally improve the performance of daily activities. Activities that are relevant 

to the dyad are chosen, then practiced, often in combination with environmental 

adaptations. Examples are: using a remote control with orientation marks for the 

television, completing a bicycle ride on a safe route, and maintaining daily struc- 

ture through an individualized agenda.38,39 These interventions showed positive 

effectsa on the mood, daily activities, general health and quality of life of people 

with dementia, as well as on the mood, competence, and quality of life of their 

caregivers.33,34,37,44,45 

Current usual care to maintain activities

People with dementia and their informal caregivers often consult their general 

practitioner or a geriatrician for memory complaints when they suspect dementia. 

In the Netherlands, people with dementia are offered a case manager, although, 

only 35% of recently diagnosed people with dementia actually have a specialized 

dementia case manager.7,46 The general practitioner, geriatrician, and case 

manager are the leading professionals for coordinating care and support for  

people with dementia and their informal caregivers after diagnosis.  

Despite reported difficulties in maintaining daily activities, not many people with 

dementia are referred to dyadic, activating interventions.47-50 For a person- 

centered approach, care services should meet personal activity needs. Currently, 

criteria for referrals to interventions are lacking. Physicians report a need for more 

refined criteria that help to refer people with dementia to interventions.51,52  

In effect studies of psychosocial interventions, there is often a call to find a better 

intervention to fit the specific needs of the individual with dementia and the 

informal caregiver who supports them.53,54 

a  Later studies did not always duplicate the evidence found in these studies 40-43.
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Aim and research questions of this thesis

The aim of this thesis was to study (1) the impact of dyadic, activating interven- 

tions for people with dementia and their caregivers, and (2) the appropriateness  

of criteria for referring dyads to these interventions. 

Research questions in Part I

Question 1  

What evidence supports psychosocial, dyadic interventions for community- 

dwelling people with dementia and their caregivers, and what is the relationship 

with treatment components?

Question 2 

How do the three promising dyadic, activating interventions match the needs, 

characteristics and preferences of the participating dyads? 

Question 3 

What do people with dementia, their caregivers and coaches perceive as working 

mechanisms in the three dyadic, activating interventions? 

Research questions in Part II  

Question 4 

Which criteria describing activity needs, characteristics, and preferences of people 

with dementia and their informal caregivers are  recognizable for physicians and 

case managers in their daily practice?

Question 5 

Are these criteria helpful for assessing activity needs, characteristics, and  

preferences of community-dwelling people with dementia and their caregivers? 

Outline and methodology 

Part I  The impact of dyadic, activating interventions for people with  

  dementia and their informal caregivers 

Chapter 2 describes dyadic psychosocial interventions in a systematic literature 

review. We followed the guidelines from the Cochrane Handbook for Systematic 

Reviews of Interventions. We applied a quantitative analysis with a qualitative 
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approach to search for similarities and differences in the treatments of the diffe-

rent interventions. Finally, we compared the characteristics and treatments with 

significant effects of the interventions on the outcome domains. 

Chapter 3 explains the matching of the three dyadic, activating interventions with 

the needs, characteristics and preferences of the participants and their caregivers. 

In a qualitative study, we investigated the experiences of the dyads and their 

coaches in these three dyadic, activating interventions. We used semi-structured 

interviews to gather in-depth information. 

Chapter 4 describes the working mechanisms of the interventions, as perceived by 

people with dementia, their caregivers, and coaches. We used the same qualitative 

interviews from Chapter 3.

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

  interventions 

The findings of Chapter 3 provided input for the studies of Part II of our research. 

From the qualitative descriptions in the interviews, the research team operationa-

lized the factors as observable criteria. Each criterion describes a need, characteris-

tic or preference of people with dementia and/or their caregivers. After thoroughly 

discussing clarity and consistency, we drafted 31 conceptual criteria.

Chapter 5 answers the question which criteria physicians and case managers 

recognize in their daily practice with people with dementia and their caregivers. 

Using the ‘RAND Appropriateness Method’, an expert panel, consisting of geriatri-

cians, general practitioners and dementia case managers, rated the recognizability 

of these criteria. 

Chapter 6 explores the usefulness of the criteria for real-life assessment of activity 

needs, characteristics and preferences. We performed a secondary analysis of 

needs assessments-interviews conducted by a case manager with community- 

dwelling people with dementia and their caregivers. We interpreted text fragments 

in the context of the whole interview. 

Chapter 7 is a general discussion of the thesis and summarizes the main findings, 

reflects on the findings and the methodology, and formulates implications for 

clinical practice and future research.
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PART I  

The impact of dyadic,  
activating interventions  
for people with dementia  
and their informal caregivers


