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Impact paragraph  

The research documented in this dissertation had a practical focus and was conducted close to 
the daily lives of family members of persons with young-onset dementia (YOD) and frontotemporal 
dementia (FTD). As a result, the web-based support interventions that were tailored had a direct 
impact on their functioning and well-being.  

This paragraph reflects on the impact of the findings, activities that helped to disseminate the 
results, and endeavors to implement web-based support to assure it continues to have impact in 
the future.  

Scientific and societal relevance of our findings 

Our research provides a unique insight in the experiences of caregivers of persons with YOD and 
FTD throughout the disease trajectory. Using these insights, two web-based support programs, 
the RHAPSODY program [Online training dementie op jonge leeftijd] and the Partner in Balance 
intervention [Partner in Balans] were tailored and evaluated to support this specific group. The 
tailored interventions empowered caregivers by improving their ability to cope adaptively with 
daily challenges. More specifically, the RHAPSODY program was acceptable and useful in daily 
life and helped caregivers with understanding the symptoms of YOD. The Partner in Balance 
intervention offered caregivers a personalized trajectory using self-management techniques 
guided by an online coach, usually a healthcare professional. The coach helped caregivers to 
use the intervention content in daily life. Caregivers felt more confident, better prepared, and more 
at ease after the intervention. Some caregivers had improved on measures on self-efficacy after 
the intervention. Spouses of persons with FTD also reported lower levels of anxiety and 
depression. The wider societal impact stems in the fact that YOD and FTD caregivers face unique 
challenges that can lead to high levels of burden, distress, and social isolation. Providing 
caregiving has a profound impact on their daily functioning and well-being. The developed web-
based support tools ensure that caregivers are adequate supported and help them to cope with 
caregiving in daily life, thereby contributing to their social participation. 

Our research is relevant for researchers and intervention developers because the findings bridge 
existing knowledge gaps. To illustrate, there is only limited understanding in what works to support 
family members of persons with YOD or FTD who live at home. Our results encourage the 
development of age-appropriate support that is tailored for different YOD-subtypes, to apply a 
system approach to support different family members, and to use support that helps caregivers 
to adaptively cope with symptoms of YOD, especially in case of FTD. This has impact because it 
provides valuable suggestions to improve currently available professional support services to 
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allow YOD and FTD caregivers to optimally benefit from support. To achieve this, it is important to 
equip healthcare professionals with sufficient resources. For example, by educating them via 
specific (inter)professional training programs on YOD. These programs are currently available in 
the Netherlands and include introductions on the RHAPSODY program and Partner in Balance 
intervention. Additionally, the free and publicly available RHAPSODY program showed to be a 
steppingstone for the education of healthcare staff. Ultimately, more knowledge on YOD and FTD 
among healthcare professionals improves the quality of the care and support they provide to 
persons with YOD or FTD and their families. 

The relevancy and impact of our findings are not restricted to caregivers, researchers or care 
organizations but also entail valuable suggestions for policy makers, funders of research, and 
healthcare insurance companies. More specifically, the findings advocate for recognition of YOD 
and FTD as complex dementia subvariants with a low prevalence that require specific long-term 
care [laag volume hoog complex in wet langdurige zorg]. Ultimately, such recognition would 
have tremendous impact as it enables to allocate more financial resources to adequately support 
persons with YOD or FTD and their family members who provide caregiving. A recent and positive 
development is that research funder ZonMW and the Dutch Alzheimer’s Society [Alzheimer 
Nederland] have acknowledged YOD on their research agenda. This provides opportunities to 
further improve and implement proven successful interventions to optimize support for family 
members of persons with YOD or FTD. 

Activities to disseminate findings   

The impact of our research grounds in our efforts to disseminate the research findings. Therefore, 
collaborations with caregivers and healthcare professionals were established. To illustrate, 
caregivers helped to raise more awareness for their need for tailored support by joining us during 
presentations at (inter)national conferences, symposia, and meetings with healthcare 
professionals. To illustrate, the chair of the Dutch FTD peer-support organization [FTD lotgenoten] 
co-presented results from our focus group discussions at the Alzheimer Europe conference. In 
addition, healthcare professionals accompanied us during presentations to voice their 
experiences regarding the Partner in Balance intervention. These joint efforts helped to inform 
researchers, care organizations, and policy makers about the specific challenges for YOD and 
FTD caregivers and highlight the benefits of tailored web-based support. The high level of 
involvement of caregivers and healthcare professionals in our research was the result of their 
exceptional motivation and willingness to contribute to the development of appropriate support. 
This highlights the high need for adequate support tools to support family members of persons 
with YOD, especially in case of FTD. Particularly, the enthusiasm and dedication of caregivers 
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affiliated with the Dutch FTD peer-support organization [FTD lotgenoten] who actively mobilized 
their network contributed to the successful recruitment and dissemination of our research.  

Creating momentum to disseminate our findings was further facilitated via the collaboration with 
dementia networks, such the Dutch Young-onset Dementia Knowledge Center [Kenniscentrum 
Dementie op Jonge Leeftijd], the Dutch Alzheimer’s Society [Alzheimer Nederland], Academic 
Network of Nursing Homes Nijmegen [Universitair Kennisnetwerk Ouderenzorg Nijmegen, 
UKON], and Radboud University Medical Center [Radboudumc]. Working together and forming 
an alliance with these network partners strengthened our efforts and helped to disseminate the 
findings to a large audience of caregivers, care organizations, and policy makers. Again, the 
Dutch FTD peer-support organization [FTD lotgenoten] played a vital role in helping to 
disseminate findings. To illustrate, the different dementia network partners invited us to give 
presentations at meetings and spread information via newsletters, mailing lists, and social media. 
Working together was mutually beneficial and helped with strengthening each other’s expertise. 
This boosted the development of tailored support, facilitated the recruitment for our studies, and 
provided us with valuable directions for the implementation. In general, other (care) organizations, 
clinicians, and researchers were always willing to support us in our research efforts. This created 
a feeling of cohesion about working towards a common goal, namely promoting adequate and 
tailored support for family members of persons with YOD and FTD. The high level of dedication of 
all these network partners also creates confidence that these joint activities will continue in the 
future.  

The impact stands with sustainable implementation 

The implementation of the developed web-based support is fundamental to ensure it continues to 
have an impact in the future. Efforts regarding the implementation were strengthened by the 
established collaborations with dementia network partners. The Dutch Alzheimer’s Society 
[Alzheimer Nederland] co-designed the RHAPSODY program. Currently, they ensure free, public, 
and structural access to the program via their website www.dementie.nl. These joint efforts assure 
that the program can continue to provide useful information to caregivers and healthcare 
professionals in the future. 

Ongoing endeavors have led to the sustainable implementation of the Partner in Balance 
intervention. Unfortunately, healthcare insurance companies do not yet reimburse the costs that 
care organizations have for using the Partner in Balance intervention. Given the limited funding 
possibilities, our current strategy is therefore focused on becoming less reliant of external funding. 
Therefore, the implementation of the Partner in Balance intervention is guided by a business model 
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that enables care organizations to license the intervention per caregiver. The non-profit license is 
used to cover the expense for website maintenance, technological support, and training for 
healthcare professionals that provide the coaching. Additionally, crowd-funding initiatives and 
fundraisers are organized to cover the license costs for caregivers without the support of a care 
provider. In order to help care organizations to facilitate adequate care for caregivers during the 
Covid-19 pandemic, a ZonMW grant was obtained to offer the program free of charge. To 
familiarize healthcare professionals with the intervention, a short training and free trial of the 
Partner in Balance intervention is embedded in (inter)professional training programs on YOD that 
are available via health academies and universities of applied science in the Netherlands. 
Altogether, these endeavors are impactful as they guarantee that caregivers can continue to 
benefit from the Partner in Balance intervention in the future.




