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Summary 

Young-onset dementia (YOD) refers to dementia with an onset of symptoms before the age of 65 
years. The clinical presentation and underlying pathology of YOD is more diverse than in dementia 
occurring at older age. Partly, this is caused by the higher prevalence of frontotemporal dementia 
(FTD) in persons with YOD. FTD is a rare and specific dementia subvariant characterized by 
symptoms such as language problems, loss of semantic knowledge, or profound changes in 
personality and behavior. The specific symptoms that start at young age are known to delay the 
diagnosis of YOD, especially in case of FTD. This is problematic because it impedes access to 
care and support. Throughout the disease trajectory, family members of persons with YOD and 
FTD face unique challenges, such as combining caregiving with employment or raising children. 
Additionally, they have to cope with specific symptoms of YOD and FTD that can result in high 
levels of burden and distress. Problematic is that available support is often not age-appropriate, 
primarily aimed at Alzheimer’s dementia, and does not account for the perspectives of (adult) 
children caring for a parent with YOD or FTD. Given the low prevalence of these conditions, a 
web-based approach may provide a promising direction to offer tailored support to family 
members of persons with YOD and FTD who live at home. A web-based approach is in line with 
the current digital trend and may allow service access at a convenient time and place, even in 
rural areas. 

Research documented in this dissertation explored the lived experiences of YOD and FTD 
caregivers regarding the disease trajectory to identify directions for support (part one). Then, 
existing web-based support was tailored for this specific group (part two), namely the RHAPSODY 
program [Online training dementie op jonge leeftijd] and the Partner in Balance intervention. The 
RHAPSODY program was evaluated in terms of user acceptability, usability, user satisfaction, and 
user behavior. Additionally, different tailored versions of the Partner in Balance intervention were 
evaluated in terms of usability, feasibility, acceptability, and explorative effects. 

Part one: The experiences of YOD and FTD caregivers regarding the disease trajectory 

Data from the NeedYD study was used to identify factors that influence the quality of the 
relationship as perceived by spouses who have a partner with YOD who lives at home (chapter 2). 
Findings show that spouses perceived lower quality of the relationship if their partner with YOD 
had symptoms of apathy, hyperactivity, anxiety, depression, and low awareness of disease. While 
apathy, hyperactivity, and a low awareness of disease can occur in may subtypes of dementia, 
they are characteristic for FTD. Therefore, this may explain why spouses of partners who have 
FTD experienced lower levels of satisfaction regarding their relationship. Spouses that used 
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coping characterized by a neurotic personality and palliative or passive reaction patterns were 
also less satisfied about the quality of their relationship. Therefore, a direction for support is to 
help spouses to emotionally and adaptively cope with symptoms of YOD, particularly in case of 
FTD. 

Focus group discussions were conducted to explore the lived experiences of caregivers of 
persons with FTD throughout the disease trajectory (chapter 3). Subsequently, a case study was 
conducted to examine how symptoms of the behavioral variant of FTD interfered with family 
dynamics (chapter 4). Both studies helped in obtaining a better understanding of how specific 
symptoms of FTD complicate establishing a timely diagnosis, and lead to high levels of pre-
diagnostic uncertainty in family caregivers. Findings revealed that FTD caregivers often struggled 
to label early symptoms as signs of a pathology because symptoms had an insidious onset and 
progressed slowly. Persons with FTD were often capable of presenting well to others and were 
persuasive in denying symptoms. This led to trivializing responses from family and friends trying 
to mitigate the early concerns of family caregivers. This increased doubts and led caregivers to 
postpone reaching out for professional consultation, which would usually take place through the 
general practitioner. The diagnosis was further delayed if healthcare professionals misattributed 
early symptoms, for example to work related stress or marital problems. For caregivers this delay 
in diagnosis was problematic because diagnostic disclosure facilitated understanding of 
symptoms of FTD and was often the beginning of identifying themselves as a caregiver. A 
diagnosis also allowed access to professional care and support. Therefore, obtaining the 
diagnosis was sometimes experienced as a relief. The diagnosis also helped caregivers to 
comprehend why dynamics within the family had changed. This allowed them to reevaluate 
expectations, redefine roles, and redistribute responsibilities within the family. This facilitated 
talking about decision-making and created a sense of companionship among family members 
involved in organizing care.  

Following the diagnosis, some FTD caregivers perceived that more distant family and friends had 
doubts about the accuracy of the diagnosis, trivialized the severity of symptoms, or questioned 
care decisions made by caregivers. This was experienced as frustrating and made FTD 
caregivers feel socially unsupported. FTD caregivers also perceived that healthcare professionals 
had generally only limited experience with FTD and were unable to provide advice on coping with 
specific symptoms. They perceived that most post-diagnostic support services were designed 
with elderly and Alzheimer’s dementia in mind. Especially, (adult) children felt there was little 
relevant and appropriate support available. The mismatch between service availability and need 
for tailored support made FTD caregivers feel unrecognized, unacknowledged, and 
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misunderstood. This undermined their confidence in professional healthcare and led them to 
postpone the initiation of supportive services. The low level of professional and social support 
induced feelings of loneliness in FTD caregivers. Therefore, a direction is to offer tailored and 
acceptable psychosocial support to family members of persons with YOD, particularly in case of 
FTD.  

Part two: Evaluating tailored web-based support for YOD and FTD caregivers 

Existing web-based interventions were tailored and evaluated for caregivers who have a relative 
with YOD or FTD living at home, namely the RHAPSODY program (chapter 5) and the Partner in 
Balance intervention (chapter 6 and 7). The tailoring process was guided by the findings of the 
NeedYD study, results of part one of this dissertation (chapter 2 and 3), a comprehensive search 
of international literature, and by involving end-users and stakeholders. 

In general, caregivers perceived the RHAPSODY program and the Partner in Balance intervention 
as usable and acceptable. Caregivers particularly valued the flexibility of both online approaches 
that allowed them to participate from home at a convenient time. 

The RHAPSODY program [Online training dementie op jonge leeftijd] is a web-based educational 
program for caregivers that is publicly available via www.dementie.nl. It includes videos with 
experts and caregivers, medical information about YOD subtypes, advice regarding coping with 
caregiving, and offers an overview of available care and support services in the Netherlands. 
According to caregivers, the RHAPSODY program provides a necessary platform containing 
YOD-specific information that is useful throughout the disease trajectory. They appreciated the 
usability and valued the age-appropriate content relevant in daily life. Our evaluation revealed the 
publicly available RHAPSODY program also had educational value for healthcare professionals 
and persons with YOD themselves. Minor suggestions for improvement were identified, such as 
a clear overview of the program content, in order to facilitate navigation through the materials 
incorporated in the RHAPSODY program. 

The Partner in Balance intervention complements the RHAPSODY program by offering caregivers 
a personalized trajectory guided by an online coach, who is usually a healthcare professional. 
Using self-management principles, the Partner in Balance intervention supports caregivers of 
persons with YOD and FTD who live at home. Therefore, caregivers follow thematic modules that 
contain a video, psychoeducation, self-reflection, and goal-setting under guidance of an online 
coach. Caregivers perceived the intervention as feasible and felt the coach was an essential 
element of the intervention. The coach was often a dementia casemanager or psychologist and 
helped caregivers to gain new insights, apply the intervention in daily life, and made caregivers 



Summary 

 195 

feel heard. According to caregivers, this strengthened the therapeutic bond. Following the Partner 
in Balance, intervention caregivers felt more confident, better prepared, and more at ease. After 
the intervention, some caregivers had improved on measures of self-efficacy. Spouses of persons 
with FTD also reported lower levels of anxiety and depression.  

General discussion and conclusions 

Our findings provide more understanding of the specific challenges faced by YOD and FTD 
caregivers throughout the disease trajectory. This helped to identify directions to support this 
specific group. The findings advocate for more recognition for the context-dependent and 
disease-specific challenges faced by these caregivers, especially in case of FTD. Support that is 
tailored to their specific needs would allow them to optimally benefit from post-diagnostic support. 
To achieve this, care organizations could educate healthcare professionals on YOD and assign 
caregivers to a healthcare professional experienced with YOD or FTD. Additionally, web-based 
interventions showed usable, feasible, and acceptable tools to support caregivers who have a 
relative with YOD or FTD who lives at home. Web-based support helped caregivers to cope with 
the daily challenge of organizing care for a relative with YOD or FTD. Therefore, care organizations 
could consider embedding web-based support in daily practice. Potentially this helps to lower the 
threshold for caregivers to timely initiate other care and support services.  

 

 

 

 

 

 

 

 




