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Abstract

Background: This paper presents the researchers’ experiences with recruiting people liv-
ing with dementia for a field study aimed to test or develop non-pharmacological inter-
ventions. Performing this kind of research is necessary to be able to provide appropriate 
and effective interventions for people with dementia.
Research aim/questions: The aim is to find out the pros and cons of recruiting PwD for 
field studies comprising technological innovations.
Methods: This short paper is based on the experiences of researchers during their studies, 
combined with a rapid literature search.
Results: Incorporating technological innovations as a non-pharmacological intervention 
poses a challenge to recruitment success. Several influencing factors influence the success 
of the recruitment process. For example, personal contact or recruitment via welfare and 
care organizations can be helpful.
Conclusion: Collaboration and different strategies can be helpful for the recruitment process.
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O r i g i n a l  R e s e a r c h

Introduction
Technological innovation is still rapidly expand-
ing, as is the increasing number of people living 
with dementia at home. Currently, more than 55 
million people are living with dementia world-
wide (World Health Organization, 2023). They 
receive support from family carers and profes-
sionals. In some countries, such as the Nether-
lands, the provision of professional support is 
limited due to a shortage of staff. Therefore, the 
policy is based on the Framework Appropriate 
Care (Dutch: Kader Passende Zorg), priorities 
enabling individuals to remain at home as long 
as possible at home supported by a social net-
work; if this is not sufficient enough with the aid 
of technological devices (Ministerie van Volksge-
zondheid, 2024). All this before admittance to a 
nursing home arises. There is currently no cure 
for dementia, so therefore there is a need to find 
alternative ways to support people with demen-
tia. This is one of the reasons why studies are 
conducted with the objective of developing and 
examining technologies that can support peo-
ple with dementia and their family caregivers. 
The design phase of these technologies offers a 
unique opportunity to gather enriched data. The 
involvement of individuals with dementia in the 
design phase of a study allows for the retrieval 
of enriched data (Kort et al., 2019). However, 

real-life settings are highly relevant for examin-
ing and validating the technologies. Field stud-
ies are always challenging due to limited control. 
For field studies on technologies for dementia 
research, recruitment of people with dementia 
(PwD) in order to consider their lived experience. 
To be able to provide appropriate and effective 
technologies that can impact the quality of life of 
PwD (Brankaert & Kenning, 2020). A recent re-
view by Kirby et al. (2024) concludes the involve-
ment is limited in breadth and depth despite the 
initiatives to enlarge the involvement. Kirby et al. 
(2024) advocate sharing more about the strate-
gies and methods to increase the involvement 
and the impact of the involvement in research. 

Why is the involvement of a person with de-
mentia relevant?
Most PwD are living in their own home with 
support from an informal caregiver for pri-
mary care (Greenwood & Smith, 2019). The 
Dutch government promotes self-reliance due 
to the rising healthcare costs and the limited 
availability of professional care (Verver et al., 
2018). Several studies indicate the potential of 
technological innovations in dementia care 
(e.g., Astell et al., 2019). However, different 
studies indicate that more research in the 
home context of PwD is needed to evaluate 
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the ecological validity and success of technol-
ogy (e.g. Moyle et al., 2021). 

This brief reflective paper outlines the advan-
tages and disadvantages of recruiting PwD for 
field studies comprising technological innova-
tions as non-pharmacological interventions. 
Furthermore, the paper shares experiences and 
perceptions of PwD regarding their participa-
tion in these field studies. 

METHOD
This reflective research is based on the authors' 
experiences during the recruitment for a field 
study to validate non-pharmacological interven-
tions to support sleep in PwD and their informal 
caregivers. These experiences are combined 
with the experiences of other Dutch research-
ers who have been working with PwD and tech-
nology for the past five years. These researchers 
are part of our network, so the recruitment was 
through the network. The data is collected in 
the period from February to July 2024. Besides 
the experiences of the authors, the experiences 
of three researchers are collected. Their experi-
ences are collected via online or telephone in-
terviews or a short questionnaire via email. Top-
ics of the consultation round were: field study 
explanation, intended number of participants, 
reached number of participants, recruitment bar-
riers and facilitators, and reasons for not wish-
ing to participate in the study. Notes are taken 
during the interviews. Finally, we conducted a 
rapid literature search in Google Scholar and the 
database HUGO (Utrecht University of Applied 
Sciences) on field studies conducted in the past 
five years in the Netherlands involving PwD and 
the use of technology, using the search terms: 
field study, dementia, and technology. 

Barriers to the recruitment
Based on our and other researchers’ experiences 
During a field study in the PhD trajectory of Hu-
isman, it was intended to include community-
living people with dementia and their informal 
caregivers to test technological devices to sup-
port daily rhythm and sleep. During the recruit-
ment period for the field study, we encountered 
many (care) professionals willing to engage with 
the research and recruitment. Although they ac-
knowledge the usefulness and need for further 
development of technology to support aging in 
place of PwD, the recruitment process encoun-
tered obstacles and came to a halt. This was due 
to the high workload in the professionals' daily 
practice, who may perceive participation as an 
additional task of lower priority.

In our experience, older PwD and their caregiv-
ers lack experience in using new technologies. 
Consequently, there is sometimes reluctance to 

participate in a study involving testing technol-
ogies. In some studies where smartphone use 
is required (to test an application), challenges 
in smartphone usage lead to reluctance to par-
ticipate (Heins, 2024), which may be caused by 
low digital literacy. 

Part of the field study protocol comprises objec-
tive measurements in the indoor environment 
(e.g., relative humidity and air temperature). To 
conduct these measurements, we use small, 
nonintrusive sensors. But it seems that the global 
discussion about privacy frightens people a bit. 
As well as the unknown about what a sensor is 
and how it works. When people hear about the 
involvement of sensors, there is a kind of fear. At 
the same time, the used sensors cannot make 
pictures or videos. It seems very important to 
explain this part well to potential participants. A 
similar reaction was given on a tracking device 
(GPS) on a smartphone in the PhD trajectory of 
Heins, "Social participation in dementia: Expe-
riences and the role of technology through an 
occupational lens" (2024).

Perceptions
When people are interested in participating 
in the study, obtaining written and/or oral in-
formed consent regarding the research is man-
datory. In our experience, the potential partici-
pants acknowledge the problem, in our case, 
sleep, what the research is focused on, but par-
ticipation in the research is sometimes over-
whelming. Because living with dementia and 
taking care of someone with dementia can be 
complex and can lead to physical, mental, and 
financial stress. Up to 50% of people with de-
mentia at some point show some agitation (Car-
rarini et al., 2021), for example, due to events 
or changes in their lives. Agitation is something 
you want to avoid during the field study. There-
fore, their caregivers/spouses sometimes do not 
wish to participate in research when changes in 
normal life might occur. Besides that, as already 
known, the care for a person with dementia 
can be burdensome for an informal caregiver. 
Being responsible for the care is, in some cases, 
a 24/7 job (Lindeza et al., 2020). This can be 
why caregivers sometimes are unable to partic-
ipate in research with a longer study duration 
( > 1 month). Also, it was observed in the PhD 
trajectory of Heins (2024) that the caregiver de-
cides about participation and makes the choice 
on behalf of the person with dementia. In that 
case, the caregiver is careful and declines par-
ticipation. Van Lieshout-Dal indicates (2023) in 
her thesis that it might be sensible to conduct 
research projects with a shorter study period 
due to the process/nature of dementia, which 
is progressive. 
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There is an increased amount of research being 
done with PwD. This is positive as it may con-
tribute to the enhanced quality of life and help 
people to live well with dementia. However, as 
a result, the increasing requests to take part in 
research, to both care and welfare organizations 
but also the people with dementia and their 
loved ones themselves may lead some of them 
not to participate anymore. There is already so 
much burden even though the willingness is 
high. In some cases, this is reflected in the diffi-
culty of contacting people. This was also found 
in the study of Thoolen et al. (2022), in which 
they tested LivingMoments, a digital communi-
cation system for people with dementia. Their 
experience here was that reaching potential 
participants only succeeds with personal con-
tact or through care and welfare organizations. 
Besides that, one bad experience of participat-
ing in research can make people reluctant to 
participate in research again.

In a recent study by Beentjes et al. (2023) with 
PwD, an RCT has been performed for testing a 
web-based selection tool (FindMyApps). Although 
there was an inclusion period of 17 months, they 
did not include the number of participants as 
planned, namely 80 dyads were intended, and 
they included 61 PwD and 59 informal caregiv-
ers. They aimed to include people with mild de-
mentia and/or MCI; in this last group, there is not 
always a diagnosis. So this group might be dif-
ficult to find (Beentjes et al., 2023). This is some-
thing researchers should be aware of or consider 
in the research design. 

Discussion and mitigation measures
Not all research groups do have direct patient 
access. So, for recruitment, finding collabora-
tion with care and welfare organizations can be 
helpful. These organizations and professionals 
directly work with PwD. Previous studies have 
also reported this as a strategy for recruiting 
PwD (Beentjes et al., 2023; Van Hoof et al., 2011; 
Wijma et al., 2018). For the recruitment of com-
munity-living people with dementia, it can be 
helpful to collaborate with several types of (care) 
professionals and organizations, such as meeting 
groups (e.g., Alzheimer cafés), community cent-

ers, home care organizations, case managers, 
and general practitioners. To reach out to more 
people, you can also use the local newspapers 
and social media for recruitment. On the other 
hand, in a recent Dutch study in the Amsterdam 
region with older adults, these strategies are 
used. Still, they did not reach their recruitment 
goals despite extending the recruitment period 
and widening the inclusion criteria (https://www.
enlightenme-project.eu/). When research is not 
initiated by the organization, and they have no 
direct interest in it, the commitment is inherently 
lower. In a previous study with older adults by 
van Hoof et al. (2011), the care organization was 
responsible for participant recruitment. In a re-
cent study by Janssen et al. (2023), they report-
ed difficulties with recruiting older participants, 
and they faced a high dropout rate within this 
group. They use digital recruitment, and multiple 
onboarding steps were needed. They conclude 
collaboration with, for example, a welfare or-
ganization may lead to more in-person recruit-
ment and support, which seems necessary in 
this group (Janssen et al., 2023). In Peek's (2017) 
study, several recruitment strategies were used, 
but they were not able to recruit the eligible 
number of participants (older adults) in the time 
set. So, they work with a so-called convenience 
sampling. Convenience and purposive sampling 
are used in almost all articles. Gao et al. (2019) 
concluded that most of the studies (people with 
dementia and their caregivers) included in their 
review often had limited reporting of sample 
size, inadequate evidence for sample representa-
tiveness, and insufficient description of sample 
characteristics (e.g., length of caregiving). They 
also found that only 40% of the studies had a 
sufficiently large sample size (Gao et al., 2019). 
Different recruitment strategies and collabora-
tion may be helpful. More information about the 
sample size used in each study is necessary to 
improve transparency and facilitate further re-
search for the use of new technologies in com-
munity living people with dementia.

The experiences of researchers and perceptions 
of potential participants reported above are de-
rived from studies conducted in the Netherlands 
over the past five years. Although the systematic 
review of Gao et al. (2019) supports the find-
ings of our study, these should be treated with 
caution. Because it is focused on the Dutch 
context and based on the experiences of several 
researchers in the field.
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Table 1. Overview included projects for the interviews 
Recruitment region Application Project name 
Amsterdam region Lighting Enlighten me project 
North Netherland Smartwatch MOOD-Sense 
South Netherland Application on 

smartphone 
Erop uit met Dementie 
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