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Abstract.
Background: Timely diagnosis and adequate care is important for persons with young-onset dementia (YOD) and their
caregivers, due to the high impact of the disease. Initiating care can be difficult for the general practitioner (GP) and other
healthcare professionals.
Objective: Provide insight in the care use of persons with YOD and identify factors influencing care use.
Methods: A primary care register was used for this study. Information on the care use of persons with YOD was extracted
from the GPs written notes. Information entailed time until start of care use, reasons and factors influencing the GP’s decision,
and reasons and factors influencing actual care use were included. Analyses included quantitative explorative descriptive
analyses, and qualitative manifest content analyses.
Results: 75 persons with YOD were included in this study. The main reason for GPs to refer for diagnosis was concerns
of caregivers. After diagnosis, 72% of the persons were assigned a case manager, 42.7% received day care, and 44% were
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admitted to a long-term care facility. A higher percentage of persons without a case manager was admitted to a long-term
care facility (64%) compared to the persons with a case manager (36%). Reasons for not initiating care were reluctancy of
the persons with YOD or their caregivers, the person deceased, or because the GP did not refer for care.
Conclusion: Care use differed between persons due to different needs and reasons. Although most persons with YOD receive
care in the years after diagnosis, there are still factors that could be improved.

Keywords: Delivery of health care, dementia, middle aged

INTRODUCTION

Worldwide, around 3.9 million people have young-
onset dementia (YOD) [1], defined as dementia with
a symptom onset before the age of 65 years [2, 3]. The
disease has a large impact on the lives of persons with
YOD and their caregivers. Due to the heterogeneity
in symptoms, the young age, and the relatively low
prevalence of YOD, recognition of YOD is difficult,
leading to a substantial diagnostic delay from three
to over six years between first symptom onset and a
diagnosis of YOD [4–6].

Persons with YOD face different challenges than
persons with late-onset dementia (LOD) because
they are in a different life phase. They may still be
employed and have active social lives and family
responsibilities. Changing roles due to dementia can
be difficult to deal with and can cause financial prob-
lems, relationship problems, and a loss of sense of
purpose for the person with YOD [7–9]. Caregiving
can cause a substantial strain, leading to high levels
of care burden, increased stress, and depression [7].

It is important for persons with YOD and their
caregivers to receive adequate and timely healthcare
and support, in order to help them cope with the
impact and burden as much as possible. It seems
evident that both persons with YOD and their care-
givers require age-appropriate and tailored specialist
support, treatment, and care to maintain a healthy
balance between the needs of the person with YOD
and of their caregivers [10]. Persons can have differ-
ent needs regarding care services depending on their
situation. For instance, different symptoms or sub-
types of dementia require different treatment, or a
person’s living situation requires different care ser-
vices [11–13].

In the Netherlands, the general practitioner (GP)
is responsible for referring persons for diagnostic
follow-up, and one of the healthcare professionals
who is responsible for arranging timely healthcare.
Together with case managers, memory clinic spe-
cialists, and other healthcare professionals, the GP

arranges day care, admission to long-term care facil-
ities, and other dementia care. GPs furthermore
function as a gatekeeper to hospital and specialized
care. Case managers are nurses specialized in demen-
tia care. They were introduced in the Netherlands to
help GPs by coordinating and initiating care for all
persons with dementia to facilitate timely care access,
preferably in close contact with the GP [14].

Since GPs are the gatekeepers for specialized care,
it is important to know which type of care they pro-
vide, and which factors influence care use. GP written
notes reveal reasons and factors discussed with the
patient about care use, and are therefore a valuable
source of information to gain better insight in the care
use of persons with YOD.

This study explores the initiation of diagnosis and
post-diagnostic care use in YOD by using GPs written
notes to describe a) the healthcare initiation and used
care services, b) reasons and factors that influence
the decisions of GPs for care use, and c) reasons and
factors (such as subgroup differences) that influence
the actual use of care services by persons with YOD.

METHODS

We conducted a register-based study using
the Research Network Family Medicine (RNFM)
database containing patient files from GPs in the
south-eastern part of the Netherlands. The database
is managed by the Department of Family Medicine
at Maastricht University Medical Centre (MUMC+)
and, for the present study, covers 28 practices with
150,000 current patients from 2014 onwards. Only
anonymous data were used for this study.

Participants

The participants in this study were persons aged
70 years (to account for any diagnostic delay) or
younger with a dementia diagnosis in the RNFM
database. A dementia diagnosis was registered using
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Table 1
In- and exclusion criteria

Inclusion criteria Exclusion criteria

ICPC P70 code between 2016 – 2020 with
confirming information in written notes GP

Dummy patients* (2)

Age<70 years at diagnosis Not patient but spouse has dementia (2)
Data available on dementia care trajectory Wrong ICPC code (2)

No data available (2)
Down Syndrome (5)
Patient moved within months after diagnosis, so no
dementia care was started (3)
Patient died within months after diagnosis, so no
dementia care was started (4)
No clear data on dementia diagnosis or trajectory after
diagnosis (8)

*Dummy patients were patient files created by GPs that did not belong to a single patient.

the International Classification of Primary Care
(ICPC) coding system [15]. A total of 103 persons
with an ICPC P70 code of “dementia” between 2016
and 2020 were sampled from the RNFM database.
Persons were included if they had a confirmed demen-
tia diagnosis as described in the patient file and
availability of data on the care trajectory after diag-
nosis. Out of 103 persons, 28 were excluded due to
different exclusion criteria (see Table 1). Participants
who moved or died a few months after diagnosis were
excluded as well, since dementia care was not initi-
ated for these participants. Persons without a clear
dementia diagnosis were excluded when the ICPC
P70 dementia code could not be confirmed by the
GPs written notes of the follow-up data.

Data collection and analyses

When participants contacted or visited their GP,
the GP entered reasons for the encounter, observa-
tions, and important information regarding healthcare
use in the electronic patient file. Data used for this
study were collected from the GPs written notes
within the RNFM database. From the written notes,
we extracted all data and information on the care use
(from diagnostic referral to post-diagnosis) of the per-
sons with YOD. All data available on healthcare use,
reasons and factors influencing a GPs decision to ini-
tiate care, and reasons and factors for actual care use
were extracted. For the diagnostic phase the follow-
ing data were collected: the use of cognitive screening
tests, having consultations with caregivers, referred
specialist (e.g., neurologist, psychiatrist, geriatrician,
etc.). For the diagnosis we extracted which subtype
of dementia was diagnosed. For the post-diagnostic
phase, we extracted care service use (anti-dementia
drug prescription, case management, day care, and

admission to long-term care facility). Furthermore,
we extracted characteristics which could influence
care use (dementia subtype, living arrangement) and
reasons for initiating or not initiating care use.

Data were analyzed using explorative data anal-
ysis, often used for data description and vital for
generating hypotheses [16]. This study aimed to
summarize main characteristics and show subgroup
differences. No predefined hypotheses were tested.

Quantitative data were used as categorical vari-
ables (referred specialist, dementia subtype, drug
prescription (yes/no), assignment of case manager
(yes/no), day care (yes/no), admission to long-term
care facility (yes/no), living arrangement), which
were analyzed using descriptive analyses to report
percentages within different subgroups. Continuous
variables (Mini-Mental State Examination (MMSE)
test score, date of diagnosis, date of case manage-
ment, date of day care, date of long-term care facility
admission) were also analyzed using descriptive anal-
yses, to report means (MMSE) or calculate the time
from diagnosis until start of this type of care by sub-
tracting the date of diagnosis from the start date of
care use. Qualitative data entailed information on
reasons for decisions made by the GP, or reasons
for the actual use of care services. This informa-
tion was analyzed using manifest content analyses.
Here, the focus was on identifying and counting spe-
cific content [17], without specific in-depth analyses
of the content. The specific content for this analysis
included reasons or factors that influenced care use.
Given the explorative design, there were no prede-
fined aspects that were sought. All information on
reasons or factors for care use were included. Anal-
yses were conducted by one researcher (S.H.) and
a subset was cross-checked by a second researcher
(K.P.).
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Table 2
Baseline characteristics of the study sample (n = 75)

Age, (mean, range) 63.2 (32–69)

Female (n, %) 43 (57.3%)
Follow-up time after diagnosis (number of persons)

<1 y 75
1 – 2 y 59
2 – 3 y 33
3 – 4 y 19
4 – 5 y 6
5 – 6 y 1
Living arrangement (n, %)
Living with a spouse 47 (62.7%)
Living alone 17 (22.7%)
Living in healthcare facility* 7 (9.3%)
Living with daughter 1(1.3%)
Unclear 3 (4%)

*Assisted living or care facilities due to diseases other than dementia.

Fig. 1. Diagnostic pathway and factors influencing diagnostic referral.

RESULTS

Baseline characteristics

The total sample available for analysis in this study
was 75 participants. The mean age at diagnosis was
63.2 years and 56.6% of the participants were female
(Table 2). 62.7% of the participants were living with
their spouses. 22.7% lived alone, of which about a
third were widowed. Others were living in a health-
care facility or with other family members (Table 2).

Diagnostic phase

Considerations for referral
There were several factors that influenced the deci-

sion of a GP to refer a person for diagnostic follow-up
(Fig. 1). In 65.3% of the persons, the GP had consul-

tations with spouses, children, or other caregivers to
get a better understanding of the home situation and
elucidate current concerns from caregivers. These
consultations usually led the GP to refer a person
to a specialist. In 39.5% of the cases, GPs performed
a cognitive screening test before referral, using the
MMSE (mean score 22.2, standard deviation 5.4).
Already having a diagnosis of a neurological disease
such as Parkinson’s disease led to a delay in recogni-
tion of dementia and consequently a delay in referral
for diagnostic follow-up.

Diagnosis
Nearly all persons (96%) were referred to a spe-

cialist for the dementia diagnosis (see Table 3 and
Fig. 1). When specialists were not able to diagnose
dementia during the first visit, persons were followed
up by the specialist until a diagnosis was made. GP
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Table 3
Overview diagnosing specialists and diagnosed subtypes of dementia

Healthcare specialist that made the diagnosis Number of persons

General Practitioner 3 (4%)
Neurologist 16 (21.3%)
Psychiatrist 2 (2.7%)
Geriatrician 19 (25.3%)
Unclear but in a memory clinic setting 15 (20%)
Unclear 20 (26.7%)

Subtype of dementia*
Alzheimer’s disease 19 (25.3%)
Vascular dementia 9 (12%)
Frontotemporal dementia/Primary progressive aphasia 5 (6.7%)
Parkinson’s dementia/Lewy body dementia 4 (5.3%)
Other** 3 (4%)
Mixed dementia 2 (2.7%)

*Not all subtypes of diagnoses were recorded; **Other refers to dementias due to
amyotrophic lateral sclerosis, Huntington’s disease or brain tumor.

Fig. 2. Reasons for initiating or not initiating specific types of care.

files did not report whether specialists referred to
other healthcare professionals to aid in the diagnosis.
It is therefore unclear whether more than one spe-
cialist was involved in the diagnosis. The GP patient
files described the dementia subtype in only 55% of
the cases (Table 3). Alzheimer’s disease was reported
most (25%), followed by vascular dementia (12%).

Post-diagnostic phase

In 20% of the cases, the GP reported disagreements
with persons with YOD or their caregivers regarding
the decision to initiate specific types of care or sup-
port. Main reasons for these disagreements were that
either the person or the caregiver did not want day

care or admission to a long-term care facility. Fig-
ure 2 shows the different care services persons with
YOD used, and the reasons for use, delay or not using
these facilities.

Medication

Pharmacotherapy aimed at delaying dementia pro-
gression was always initiated by a specialist. In total,
30.6% (n = 23) of the participants received such med-
ication, with 54.6% receiving galantamine, 36.4%
receiving rivastigmine and 9% receiving memantine.
Of the persons receiving medication, 13 (70%) were
diagnosed with Alzheimer’s disease dementia, two
(2.7%) with Parkinson’s dementia, and one (1.3%)
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Table 4
Time from diagnosis until the start of care

Time since diagnosis Dementia case
manager (n = 53)

Day care
(n = 32)

Admission to a long-term
care facility (n = 33)

Before diagnosis 5/75* (6.7%) 5/75 (6.7%) 3/75 (4%)
0–1 year after diagnosis 40/70 (57.1%) 12/70 (1.7%) 11/72 (15.3%)
1–2 years after diagnosis 6/25 (24%) 7/47 (14.9%) 10/52 (19.2%)
2–3 years after diagnosis 1/13 (4%) 2/23 (8.7%) 4/29 (13.8%)
3–4 years after diagnosis 1/8 (7.7%) 1/10 (10%) 4/17 (23.5%)
4–5 years after diagnosis 0/1 (0%) 0/4 (0%) 1/4 (25%)
Unknown 0 5 0

*Nominator is number of persons getting the care service in that year of follow-up, denominator is number
of persons who did not receive that care service yet and were not lost to follow up yet (persons ‘at risk’ for
receiving that care service).

each with Lewy body dementia, primary progressive
aphasia, or mixed dementia. For five medication
users, no subtype was recorded.

Dementia case management

72% (n = 53) of the participants were assigned a
case manager, 22% were not, and for 6% it was
not reported. Most participants received case man-
agement within one year after diagnosis (Table 4).
Reasons for assigning a case manager (if reasons were
reported) are listed in Fig. 2.

In some cases (n = 4), the specialists recommended
a case manager to the GP. Written notes showed three
GPs were not familiar with the regulations regard-
ing the initiation of dementia care, which delayed
the arrangement of a case manager. Of those per-
sons with YOD who did not receive case management
(n = 22), four persons had advanced dementia at the
time of diagnosis and were either already living in a
long-term care facility or moved there within a few
months. Two persons already received healthcare for
treatment of the primary cause of dementia (one with
a brain tumor, one with Parkinson’s disease).

Of the persons with a case manager, 43.4% (n = 23)
received day care and 35.8% (n = 19) was admitted to
a long-term care facility. Of the persons without a case
manager, 40.9% (n = 9) received day care and 63.6%
(n = 14) were admitted to a long-term care facility.

Day care

Table 4 shows how many persons received day
care and the time in their trajectory at which the day
care started. 42.7% (n = 32) of the persons received
day care within the duration of this study. For most
persons, day care started within two years after diag-
nosis. 6.7% (n = 5) of the persons received day care
already before diagnosis due to other underlying neu-

rodegenerative causes such as Parkinson’s disease, or
brain tumor. For 26.7% (n = 20) of the persons, day
care was not reported within the duration of this study.
The other 30.6% (n = 23) did not receive day care.
Figure 2 shows reasons that were reported for initi-
ating or not initiating day care. The most important
reasons were to relieve the caregivers’ burden (n = 6),
give structure for the person with dementia (n = 3), or
worrisome situation at home (n = 4). Reasons not to
start day care were mostly death (n = 1), admission
to a long-term care facility (n = 4), or unwillingness
from the person with YOD or their caregiver (n = 5).

Admission to a long-term care facility

44% of the persons (n = 33) were admitted to a
long-term care facility within the duration of this
study (Table 4 and Fig. 2). 5.3% (n = 4) were not
admitted to a long-term care facility because they
died before institutionalization (due to other illness
or euthanasia). Of the persons living alone, 58.9%
(n = 10) were admitted to a long-term care facility,
compared to 41.4% (n = 24) of the persons not living
alone. The main reason for institutionalization was
an unmanageable (n = 5) or unsafe (n = 5) situation at
home, or because the caregiver was not able to pro-
vide the necessary care anymore (n = 10). Delay of
admission occurred when the person with dementia
or their caregiver refused admission.

Caregivers

Primary caregivers of the persons with YOD were
mostly family members. For 64% of the persons, the
spouse was the primary caregiver, sometimes sup-
ported by other relatives such as children or cousins.
Children were the primary caregiver in 17.3% of
the persons with YOD. Other primary caregivers
were siblings (n = 2), a parent (n = 1), care counselors
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(n = 3), a friend (n = 1), or former spouse (n = 1). 5.3%
of the persons did not have a primary caregiver. The
GP discussed caregiving issues with the caregivers
in only in a third of the participants. Most of these
discussions were positive and involved talking about
the burden the caregiver felt (n = 8), recommending
specific caregiver support groups (n = 6), planning
separate GP consultations with the caregiver (n = 2),
or initiating day care to relieve the caregiver (n = 2).
Sometimes the case manager was the one to monitor
caregiver burden (n = 4). In two cases, the GP reported
that the caregiver indicated the burden was too high,
but the GP thought differently, therefore not referring
them for further help.

DISCUSSION

This study provided insight in care use of persons
with YOD and factors influencing this care trajectory
as described in GP records. We found that consulta-
tions with family members were the main trigger for
GPs to refer to a specialist during the diagnostic stage,
while having another known underlying neurological
disease delayed the referral for diagnostic follow-
up for dementia. In the post-diagnostic stage, most
persons with YOD received a case manager already
in the first year of diagnosis. If no case manager
was assigned the main reasons were the involvement
of other healthcare facilities such as mental health
facilities, or the person with dementia did not want
support from a case manager. Furthermore, 32 per-
sons received day care, and 33 persons were admitted
to a long-term care facility. Main reasons for these
were to relieve some burden of the caregiver, behav-
ioral problems, decline in functionality in the person
with dementia, or an unmanageable situation at home.
Persons without a case manager were more often
admitted to a long-term care facility (63.3%) than
persons with a case manager (35.8%).

Recognizing YOD was difficult for the GP. This
was illustrated by the result that in 65.3% of the
cases the GP needed consultations with caregivers to
better understand the situation and refer for diagno-
sis. Especially other underlying neurological causes
made understanding and relating the symptoms to
dementia difficult. This delay in recognition con-
tributes to the long time to diagnosis in persons with
YOD [4–6]. Cognitive screening tests were used in
39.5% of the participants, but in some persons MMSE
tests could not be performed due to illiteracy, lack of
understanding or refusal from the person with YOD.

When the results of the MMSE indicated no cog-
nitive impairment, caregivers expressed that the test
did not reflect the current situation. Indeed, MMSE
may underestimate cognitive impairment in young
persons or dementia subtypes other than Alzheimer’s
disease [18]. This may contribute to the delay in
recognition of YOD. Without reliable screening tests
GPs may delay referring to specialists for further
diagnosis. Therefore, consultations with caregivers
are very important. They can provide additional infor-
mation for a GP to make an informed decision for
referral. Indeed, we found in 65% of the cases consul-
tations with caregivers were reported, and these were
the main trigger for the GP to refer persons to a spe-
cialist. This is also reflected in studies investigating
caregivers’ perspectives on the diagnostic trajectory
[19–22]. Here, caregivers mentioned the decision of a
GP to refer to a specialist was usually contingent on
additional caregiver information. In a study among
healthcare professionals, they emphasized the need
for more awareness of YOD, so persons and their
caregivers consult the GP earlier, and GPs refer to
the right service earlier [23].

We found that 72% of the persons with YOD were
assigned a case manager, most within one year fol-
lowing diagnosis. This is higher compared to the
Dutch average of 60% of the persons with a dementia
diagnosis at the GP and living at home [24]. Previous
research has shown that the use of a case manager
has a positive impact on the use of existing services
and the management of problems experienced by
both persons with YOD and their caregivers [25].
Our results showed that there was minimal differ-
ence in the use of day care between persons with and
without a case manager, but a higher percentage of
persons without a case manager were admitted to a
long-term care facility. This may have several expla-
nations. Some persons were admitted to a long-term
care facility already a few months after diagnosis,
making a case manager unnecessary. For others, it
might be that the case manager prolonged the time
until admission to a long-term care facility, because
a case manager could help arrange care needed to
facilitate a person with YOD living at home as long
as possible. A previous systematic review has shown
that case management reduced the caregiver burden
[26], which may lead to a prolonged time between
dementia diagnosis and admission to a long-term care
facility.

Case managers also support and advise GPs with
the coordination of healthcare use, since they have
a more in-depth knowledge on the available care
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services [27]. In the free text, we found that some
GPs were not aware of their responsibilities and
roles when arranging dementia care (Fig. 2). Foster-
ing communication on healthcare facilities between
the GP, the diagnosing specialist and the case man-
ager could therefore improve knowledge and timely
arrangement of healthcare [28], especially since GPs
may not be aware of specific YOD services, due to
the low prevalence of YOD in the general practice.

Within the duration of this study, 32 persons
(42.7%) received day care and 34 persons (45%)
were admitted to a long-term care facility. However,
follow-up time for most persons in this study was less
than five years, which might give an underestimation
of the number of persons eventually using day care or
being admitted to a long-term care facility since these
might be initiated in a later phase of the disease trajec-
tory. In a previous study, the amount of care given by
a caregiver delayed the time until day care or admis-
sion to a long-term care facility [12]. Additionally,
one study found that the time from symptom onset
to admission to a long-term care facility in persons
with YOD was 9 years [29]. This might also explain
the large number of persons not being admitted to a
long-term care facility in our study yet.

We also found that in 20% of the cases GPs
reported disagreements between the GP and persons
with YOD or their caregivers about the use of demen-
tia care, mostly regarding day care or admission to
a long-term care facility. Persons with dementia but
also their caregivers were reluctant to start day care or
admission to a long-term care facility, which delayed
the start of these care services. Previous research has
shown this reluctance is also common in persons with
LOD and is caused by the feeling of loss of indepen-
dence [30]. Reluctance of caregivers may be due to
the needs paradox, they only retrospectively realize
care should have been initiated sooner, but a lack of
acceptancy in the earlier stages of the care process led
to a delay in accepting care [31]. A GP could there-
fore help in engaging in communication about the
reasons for the reluctance of care use and emphasize
meaningful dementia healthcare. The needs paradox
for instance could be addressed by offering interven-
tions that increase the knowledge on changing roles
and focus on the enhancement of the positive expe-
riences, thereby strengthening the relationship and
reducing negative consequences [31].

Especially in YOD, the caregiver burden is high
[32], with caregivers having to fulfill different roles.
This is an important factor for GPs to consider and
monitor, but we found that in only a third of the cases

the GP reported discussing caregiver issues and in
even fewer cases reported on providing help. How-
ever, this information might also be reported in the
patient files of the caregiver, which makes underes-
timation in our study likely. It is essential for GPs
to help caregivers of persons with YOD by advising
on support groups or arranging timely dementia care
to relieve caregiver burden or arrange for the case
manager to help with the support of caregivers.

Strengths and limitations

This study has several strengths. To the best of our
knowledge, this is the first study obtaining insight in
the care trajectory of persons with YOD from GPs
written notes. We were therefore able to identify fac-
tors that influenced the decisions GPs made regarding
different aspects of the care trajectory. With the use
of the patient files, there was minimal recall bias.
Also, all persons with YOD in the GP register were
sampled, leading to minimal selection bias.

However, several limitations exist within this
study. The written notes from the GPs used for this
study are primarily used as a memory aid for GPs
during consultation and not for research purposes.
Therefore, not all potentially relevant information for
this study might have been documented, and it is
likely that some information bias is present. There
is a high heterogeneity between GPs in what they
report in their notes, since there is no standard on
what should be included in the written notes. Not
all care is arranged by the GP, and although the GP
should be notified on care use by other healthcare
professionals, this may not always be the case in prac-
tice and/or this might not always be reported by the
GP, leading to an underestimation of the total use of
care. Also, the information extracted on the reasons
for initiating or not initiating care us (Fig. 2) were
mostly only briefly addressed, and underlying causes
for these reasons may not have been mentioned. This
might have led to misinterpretation of these reasons
by the researchers.

Furthermore, follow-up time in this study was
relatively short, leading to missing information of
dementia care use in a large part of the sample. This
refrained us from analyzing the average time between
diagnosis and the start of care use such as day care
or admission to a long-term care facility, since those
persons with a long time between diagnosis and the
start of care use would not be included in our analyses.
This could have given a distorted representation of the
actual time to start of care use. Results may also only
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be applicable in the Netherlands since other countries
make use of different care systems. Furthermore, in
this study it was unclear whether the availability of
tailored care may influence the decision to start using
this care, since it meets the needs of young persons
better than regular dementia care. Moreover, we were
unable to relate the start of care use to the disease
stage. It is possible that persons in our study were
still in an early stage, where dementia care is not
yet necessary whereas others were already in a more
advanced stage, where some dementia care was not
feasible anymore (i.e., a person had to be admitted
to a long-term care facility because day care was not
feasible to start due to the severe cognitive decline).

Implications and conclusion

This study was a first exploration into the care use
and factors influencing this care use in YOD. This
has led to some implications for future research. We
found several aspects of YOD care might differ from
LOD care (e.g., the high number of persons with
YOD receiving case management compared to the
national average). Future research should therefore
aim to investigate differences and similarities in the
care use between persons with YOD and LOD. This
could optimize dementia care for both groups.

Furthermore, this study aimed to describe and
explore care use, rather than test hypothesis of dif-
ferences between groups. Future research could use
the results of this study to investigate differences in
care use between different subgroups of people, for
instance differences between persons living alone and
persons living together.

This study was aimed to investigate the care use
as reported by the GP. However, since the GP is
not the only healthcare specialist arranging care,
future research should aim to address the care use
as reported by other healthcare professionals such
as case managers or specialists. The combination of
information from different resources may give the
most elaborate overview of factors influencing care
use. We found case managers helped the GP by taking
over care planning, but more collaboration between
healthcare professionals may benefit dementia care
even more.

Lastly, there are many more dementia care services
(home care, psychosocial care, other drug use, etc.),
which are not explored in this study, but might be of
interest for future studies.

Understanding factors that influence care use is
important for improvement of care use. This study

showed that most persons with YOD already receive
care in the first years after diagnosis, but there are
factors that could be improved. Especially reluctance
of persons with YOD or their caregivers to start cer-
tain care services is something the GP should address,
so they could try to understand reasons behind it and
help finding solutions to access the most optimal care
at the right time.
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