Kérelind et al. BMC Health Services Research ~ (2024) 24:649 BMC Health Services Research
https://doi.org/10.1186/512913-024-11108-7

Check for
updates

Post-diagnostic support for persons

with young-onset dementia - a retrospective
analysis based on data from the Swedish
dementia registry SveDem

Fanny Karelind", Deborah Finkel#, Steven H Zarit**, Helle Wijk>®, Therese Bielsten' and Linda Johansson'

Abstract

Background Approximately 3.9 million persons worldwide have young-onset dementia. Symptoms related to
young-onset dementia present distinct challenges related to finances, employment, and family. To provide tailored
support, it is important to gain knowledge about the formal support available for persons with young-onset
dementia. Therefore, this paper aims to describe formal support for persons with young-onset dementia in Sweden
and the factors influencing this support.

Methods This retrospective study used data on persons under 65 years of age (n=284) from The Swedish Registry
for Cognitive/Dementia Disorders (SveDem) between 2021 and 2022. SveDem was established to monitor the quality
of dementia care in Sweden. Characteristics of participants were obtained, including age, sex, dementia diagnosis,
MMSE, medications, accommodation, and care setting. Descriptive statistics and logistic regression were used to test
for associations between participant characteristics and post-diagnostic support.

Results Information and educational support were usually offered to the person with young-onset dementia (90.1%)
and their family (78.9%). Approximately half of the sample were offered contact with a dementia nurse (49.3%),
counsellor (51.4%), or needs assessor (47.9%). A minority (28.5%) were offered cognitive aids. Six regression models
were conducted based on participant characteristics to predict the likelihood that persons were offered support.
Support was not predicted by age, sex, children at home, accommodation, or medications. Lower MMSE scores
(p<.05) and home help (p <.05) were significantly associated with offer of a needs assessor. Living together was a
significant predictor (p <.01) for information and educational support offered to the family. Care setting significantly
predicted (p<.01) an offer of information and educational support for the person and family members, as well as
contact with a counsellor.

Conclusion This study indicates potential formal support shortages for persons with young-onset dementia in some
areas of dementia care. Despite equal support across most characteristics, disparities based on care setting highlight
the importance of specialised dementia care. Pre-diagnostic support is minimal, indicating challenges for persons
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with young-onset dementia to access these services before diagnosis. While our study has identified areas in need
of improvement, we recommend further research to understand the changing support needs of those with young-

onset dementia.

Keywords Dementia care, Formal support services, Memory clinics, Quality registry, Young-onset dementia, YOD,

Early-onset dementia

Background

Diagnosis and prevalence overview

Dementia, affecting over 50 million globally, is a leading
cause of disability in older persons [1]. It impacts cogni-
tive function and can manifest in memory loss, disori-
entation, and communication challenges [2]. While age
increases its risk, dementia can also affect younger per-
sons [1]. Alzheimer’s disease is the most prevalent form
of dementia, regardless of age for onset [3-5]. Still, per-
sons with young-onset dementia are more likely than
older adults to experience other types of dementia, such
as frontotemporal and vascular dementia. Secondary
causes for dementia are also more common for persons
with young-onset dementia, such as alcohol-related
dementia and traumatic injuries [6, 7]. The age cutoff for
young-onset dementia is not based on biological ageing
but on social markers of age [2], such as retirement age.
Age 65 is also a standard cutoff for ageing research. The
prevalence of young-onset dementia in Sweden is not
precisely known, but estimates suggest 9,500—12,000
persons [8, 9]. The prevalence has steadily increased
over time, likely due to increases in population size and
improved diagnostic screening [10].

Receiving a dementia diagnosis at a younger age is
often a shocking event that triggers many emotions
in the person [11, 12], including anger, hopelessness,
and grief. However, it can also bring a sense of relief by
explaining the experienced symptoms [13-15]. Per-
sons with dementia face challenges such as maintaining
social relationships, managing daily activities [16], and
increasing reliance on formal support [17]. Persons with
young-onset dementia may face additional challenges,
such as lost or reduced employment, leading to financial
strain [18, 19]. Family members may also need to give up
work to care for their relatives [4, 11, 18]. Persons with
young-onset dementia are also more likely to have their
children or adolescents still living in the home than per-
sons with late-onset dementia [19]. In addition to the
general stigma of living with dementia, research suggests
that persons with young-onset dementia may experience
stigma associated with their symptoms and diagnosis,
which could lead to isolation [18]. Difficulty dealing with
complex work responsibilities [20] can also increase the
risk of stigma. These circumstances call for tailored care
and support for persons with young-onset dementia,
addressing their distinct challenges.

Needs and support

While a cure for dementia remains elusive, research
emphasises the positive impact of interventions on
symptom management and the overall well-being of
both persons with dementia and their families [21]. The
challenges faced by persons with young-onset dementia
underscore the need for tailored support services such
as practical advice and information, support with daily
activities, mental health support, and support for their
families [18, 22, 23]. Psychosocial support is particu-
larly important for addressing feelings of grief and loss
of identity for persons with young-onset dementia [24].
Despite these needs, tailored support services are often
lacking [18, 25, 26] leading persons with young-onset
dementia feeling unsupported and neglected by service
systems [22].

Research context

In Sweden, dementia care is divided between two for-
mal care systems: regions and municipalities. Regions
provide healthcare in hospitals, primary care, and spe-
cialised outpatient services, like memory clinics, while
municipalities provide home help, nursing homes, and
home health care. There are two main laws governing the
regions and the municipalities: The Health and Medical
Care Act [HSL] [27] and the Social Services Act [SoL]
[28]. HSL aims to promote equal healthcare, emphasising
priority for those in most need. SoL promotes economic
and social security, equal living conditions, and commu-
nity participation. Another law impacting care for per-
sons with young-onset dementia is The Act on Support
and Service to Certain Functional Impairments [LSS]
[29]. This law regulates services like personal assistance
and residential care for those under 66 with significant
functional impairment, ensuring equal living conditions
and full participation in the community. Needs assessors
(authorised social workers) determine access to support
services within the SoL and LSS. Additionally, The Swed-
ish National Guidelines for Care and Support for Demen-
tia [30] set standards for diagnosis, treatment, and daily
living recommendations, emphasising equality in care
provision. Although several laws and regulations are in
place for persons with dementia, there are indications
that formal support lacks coordination. While research
on coordinated support for persons with young-onset
dementia in Sweden is limited, international studies
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suggest that support is poorly coordinated and commu-
nicated among providers [4, 31, 32].

Various services support the quality of life for persons
with dementia, including memory clinics for diagnosis
and treatment, daycare centres for socialisation, home
help services, support groups, educational programs,
and respite care. In Sweden, formal care and support for
persons with dementia are mapped through the Swed-
ish Registry of Cognitive/Dementia Disorders (SveDem),
aligning with national quality guidelines for dementia
[30]. Established in 2008, SveDem has registered 107,099
persons. It aims to enhance care quality across primary
care, nursing homes, home health care, and specialist
units, monitoring and evaluating care for persons with
dementia. With extensive national coverage, it includes
registrations from all memory clinics and 78% of primary
care units in Sweden [33].

While research on young-onset dementia and age-
specific support is increasing, there remains a significant
gap in understanding the formal care and specific sup-
port types available to persons with young-onset demen-
tia and their families. Additionally, there is a notable
lack of knowledge regarding equality in care and sup-
port, essential for evaluating and ensuring appropriately
tailored support and equal access to support services.
Understanding the extent of support offered is essential
for comprehending support needs. Therefore, investigat-
ing the current landscape of support services is critical to
identifying potential gaps. To our knowledge, no other
studies in Sweden describe this aspect, underlining the
importance of shedding light on this issue. Therefore, this
paper aims to use data from SveDem to describe post-
diagnostic support offered to persons with young-onset
dementia and the factors influencing this support.

Methods

Study design

This retrospective study analyses baseline data for all
persons under 65 registered in The Swedish Registry for
Cognitive/Dementia Disorders [SveDem] from April
2021 to May 2022. During this period, 284 new baseline
registrations for this age group were entered in SveDem,
with 261 from memory clinics and 23 from primary care
units. The time frame chosen for this study was based on
updates in the registry, which added new relevant vari-
ables in April 2021. Baseline data in SveDem are entered
on newly diagnosed persons in the web-based registry
by a local user, typically nurses or physicians, using the
patient’s medical records as the source. Anything not
entered in the medical records is considered “not per-
formed” in SveDem [34]. Data included demographics,
medication records, cognitive functioning, housing sta-
tus, and support interventions.

Page 3 of 12

SveDem variables

Several participant characteristics were included to
describe the sample and examine if any of these char-
acteristics, including age, sex, living situation, level of
functioning and number of medications (as a proxy for
general health), would influence the different types of
support offered. Two types of support variables are regis-
tered in SveDem — one is support already obtained at the
time of diagnosis - daycare, LSS and home help service.
The other is post-diagnostic support offered by the regis-
tration unit, which includes information and educational
support (to a person or family member), contact with a
needs assessor, counsellor and dementia nurse, and cogni-
tive aids. Support offered to persons with young-onset
dementia and their families is registered in SveDem.
However, the database does not indicate whether the per-
son used the support or if they were offered other sup-
port services not covered by the SveDem registry. Table 1
describes the variables included in the SveDem registry.

Data analysis

Descriptive statistics were used to provide a compre-
hensive overview of the data, emphasising its key char-
acteristics. These included measures of central tendency,
such as mean and median, to illustrate average values and
measures of variability, such as standard deviation and
range.

Logistic regression in SPSS version 28 was used to anal-
yse the data and investigate the association between the
predictor and outcome variables. Each model used one
post-diagnostic support variable as the outcome and the
characteristics of the persons with young-onset demen-
tia as predictors. Collinear variables were removed from
three models to enhance coefficient estimate reliability.
Variables with more than two options were dichotomised
for regression analysis. For instance, accommodation was
recoded as ordinary housing or nursing home, with both
nursing home options classified as “ Yes” Similarly, day-
care and dementia nurse variables were recoded as “Yes”
or “No” “No nurse available” was recorded as missing.
Information and educational support for family members
was coded as “Yes’, “No’, with “No Relative Available”
recoded as missing.

The chi-square statistic was used to determine if the
regression model explained a significant portion of the
variance in the outcome variable. The significance level
was set at 0.05, and the adjusted R? value indicated the
amount of variance explained.

Results

Demographic data

Table 2 presents the study population characteristics.
About half of the sample were women (50.7%), with the
majority (54.9%) falling in the 60—64-year age range,
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Table 1 Variables from SveDem
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Variable

Description

Options

Accommodation®

Age
Care Setting

Children at home

Cognitive Aids

Contact Counsellor

Contact Dementia Nurse*

Contact Needs Assessor

Dementia Diagnosis

Daycare*

Home Help Service

(Information and Educational)
Support to the person

(Information and Educational)
Support to family members

Living arrangement

Medications
MMSE

Sex

Support According to LSS

Specifies whether the person resides in a nursing
home or ordinary housing and the type of nurs-
ing home, if applicable.

Person’s age at diagnosis.

Specifies the care setting where registrations are
made.

Specifies if there are any children under 18 resid-
ing in the household.

Offered memory aids, including cognitive

tools designed to assist persons in remember-
ing dates, days of the week and medication
schedules.

Offered contact with a counsellor to the person
with dementia for emotional support and practi-
cal advice.

Offered contact with a dementia nurse to help
and guide the person with dementia within
health and social care.

Offered contact to a need assessor for support
and care assessment.

Diagnosis received from a physician using the
ICD classification system.

Daycare with activities for the person to interact
socially with others.

Home help services, including cooking, cleaning,
hygiene, and meal assistance.

Offered support to the person with HSL, includ-
ing supportive conversations, support groups or
educational resources.

Offered support to family members, including
conversations, education, or written information.

Indicates if the person is living alone or with
another adult.

Number of prescribed medications.
Mini-Mental State Examination from diagnostic
workup.

Person’s sex

Services, including personal assistance, daily
activities, and residential care, provided to
persons under 66 with extensive and permanent
functional impairment.

Ordinary housing

Nursing home, temporary

Nursing home, permanent — not adapted for persons with
dementia

Nursing home, permanent- adapted for persons with dementia
Age in years

Memory Clinic

Primary care centre

Yes

No

Yes

No

Yes
No

Yes

No

No - no dementia nurse available

Yes

No

Mixed dementia

Dementia UNS

Alzheimer's disease

Dementia in Parkinson’s disease
Frontotemporal dementia

Lewy body dementia

Mild cognitive disorder

Alcohol dementia

Other dementia

Yes, adapted for persons with dementia
VYes, adapted for persons with young-onset dementia
Yes, but not adapted for persons with dementia
No

Do not know

Yes

No

Do not know

Yes

No

Yes

No

No - no relative available
With another adult
Living alone

Number of medications
Score (0-30)

Yes

Not performed

Not testable

Male

Female

Yes

No

Do not know

*Variable was dichotomised for analysis, see text for explanation.
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Table 2 Characteristics of persons with young-onset dementia (n=284)

Response categories (code) N (N missing) Valid per cent (%)
Age at diagnosis (years)
30-34 1 04
40-44 1 04
45-49 4 14
50-54 38 134
55-59 84 296
60-64 156 549
Sex
Female (1) 144 50.7
Male (2) 140 493
Dementia diagnosis
Mixed dementia 16 56
Dementia UNS 15 53
Alzheimer's disease 149 525
Dementia in Parkinson’s disease 6 2.1
Frontotemporal dementia 33 11.6
Lewy body dementia 5 1.8
Vascular dementia 21 74
Mild cognitive disorder 31 109
Alcohol dementia 6 2.1
Other dementia 2 0.7
Medications 274 (10)
MMSE
Yes 233 (51) 820
Not performed 44 15.5
Not testable 7 2.5
MMSE score 233
Accommaodation
Ordinary housing (1) 269 944
Nursing home, temporary (2) 9 32
Nursing home, permanent — not adapted (2) 6 2.1
Nursing home, permanent- adapted (2) 1 04
Living arrangements 277 (7)
With another adult (2) 194 70.0
Living alone (1) 83 300
Children at home 267 (17)
Yes (1) 24 9.0
No (2) 243 91.0
Care setting
Primary care centres 23 8.1
Memory clinics 261 919

followed by the 55—59-year age range (29.6%). The overall
mean age for the sample was 59.21 years, with a median
of 60 years (SD 4.38). Most participants lived with
another adult (70%), with only a small number residing in
nursing homes (5.7%). A subset of the study population
had children under 18 years living in their homes (9%),
though the majority did not.

Alzheimer’s disease was the most prevalent diagnosis
(52.5%), followed by frontotemporal dementia (11.6%)
and mild cognitive disorder (10.9%). The mean number
of prescribed medications was 4.11 (SD 3.35), ranging

between 0 and 21 medications. The mean MMSE score
was 22.61 (SD 4.59), ranging from 8 to 30. Finally, most
persons (91.9%) were registered by memory clinics rather
than primary care centres.

Support

Regarding support received before diagnosis, only a small

percentage had daycare services (1.5%), services regu-

lated by the LSS (2.2%) or home help services (8.8%).
Table 3 displays support offered post-diagnosis for

persons with young-onset dementia. Most were offered
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Table 3 Pre- and Post- Diagnostic Support for young-onset dementia

Response options (code)

N =284 (missing) Valid per cent (%)

Support registered at baseline

Home help service 274 (10)
Yes (1) 24 8.8
No (2) 250 91.2
Daycare 276 (8)
Yes, adapted for dementia 2 0.7
Yes, adapted for younger persons with dementia 1 04
Yes, not adapted for dementia 1 04
No 272 98.6
Support LSS 267 (17)
Yes (1) 6 22
No (2) 261 919
Support offered by the registration unit
Information and education (person)
Yes (1) 256 90.1
No (2) 28 9.9
Information and education (family members)
Yes (1) 224 789
No (2) 55 19.0
No relative 5 1.8
Contact needs assessor
Yes (1) 136 47.9
No (2) 148 52.1
Contact dementia nurse
Yes (1) 140 493
No (2) 120 42.3
No, not available 24 8.5
Contact counsellor
Yes (1) 146 514
No (2) 138 486
Cognitive aids
Yes (1) 81 285
No (2) 203 715

information and educational support (90.1% for persons
with dementia, 78.9% for family members), while around
half were offered contact with a dementia nurse (49.3%),
a counsellor (51.4%) or a needs assessor (47.9%). Addi-
tionally, a third (28.5%) were offered cognitive aids.

Regression analysis

Six regression models (Table 4) predicted the likelihood
of offered support for persons with young-onset demen-
tia based on various personal characteristics. The total
number of cases in each model and the degrees of free-
dom are presented. Chi-square was used to determine
the goodness of fit, and the Adjusted R* (Nagelkerke)
indicated the amount of variance in the outcome variable
explained by the model. Post-diagnostic support included
information and education (person and family member),
dementia nurse, needs accessor, counsellor, cognitive aids,
and care setting. Logistic regression revealed associations
between predictor variables and support types.

Age, sex, and the presence of children at home did not
show significant associations with the support variables.
Notably, children at home was found to be collinear with
other predictors (Table 4) and was removed from the
regression model predicting information and education
to the person to ensure the validity of the analysis.

MMSE scores significantly predicted the likelihood of
being offered contact with a needs assessor, with lower
scores correlating with a higher likelihood (p<.05). How-
ever, MMSE scores did not significantly predict other
support types.

Neither medications nor accommodation exhibited
significant associations with the support variables. Fur-
thermore, accommodation showed collinearity with the
counsellor and cognitive aids variables and was conse-
quently excluded from these regression analyses.

Living together significantly predicted the offer of
information and education for family members (p<.01),
implying that persons with young-onset dementia living
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Table 4 Results of logistic regressions predicting support offered to persons with young-onset dementia
Variables Informationand  Information and Dementia Nurse Needs assessor ~ Counsellor Cognitive
education education B (SE) B (SE) B (SE) aids
(person) (family member) B (SE)
B (SE) B (SE)
Predictors
Age —0.010(0.058) —0.003 (0.052) —0.036 (0.036) —0.058 (0.036) 0.074 (0.039)+ —-0.043
(0.039)
Sex 0.590 (0.558) —0.069 (0.399) 0.246 (0.304) —0.185 (0.305) 0.597 (0.311)+ 0.009 (0.325)
Children at home -2 0.905 (1.113) —0.061 (0.609) —0.026 (0.664) 1.798 (0.953)* -0.070
(0.725)
MMSE points 0.099 (0.069) 0.024 (0.045) —0.026 (0.034) 0.075 (0.035)* 0.019 (0.035) 0.048 (0.036)
Medications —-0.167 (0.107) 0.003 (0.061) —0.021(0.048) —0.0.34 (0.050) 0.075 (0.053) 0.025 (0.056)
Accommodation 0.390 (1.444) 0.576 (1.088) -1.394 (1.172) -1.282(1.241) -2 -2
Living together 0.159 (0.614) -1.020 (0.413)** 0.066 (0.341) 0.217 (0.340) —-0.019(0.38) 0.245 (0.358)
Home help service —0.448 (0.972) —0.214 (0.608) 0.362 (0.562) 1.466 (0.634)* —0.110(0.597) -0.118
(0.623)
Care setting -2.135 (0.741)** -1.567 (0.576)** -2 -0.118(0.592) -2.982 (1.070)** -2.023
(1.058)"
Model statistics
N 218 205 189 208 208 208
Chi-square 13.47 23.69** 583 23.63%* 38.87** 10.62
Degrees of freedom 8 9 8 8 8 8
Adjusted R’ (Nagelkerke) 13.8% 17.5% 4.1% 14.4% 22.7% 0.7%

@ Predictor was colinear with the outcome, preventing its inclusion in the regression.

+p<.10.
*p<.05.
**p<.01.

with another adult were more likely to be offered support
for their family members. However, living together did
not significantly predict any other support variables.

Home help services were significantly associated with
the offer of a needs assessor (p<.05), indicating that per-
sons already receiving home help services were more
likely to be offered contact with a needs assessor. How-
ever, home help services did not significantly predict any
other forms of support.

Care setting significantly predicted information and
education for both the person and family members
(p<.01), as well as counsellor, suggesting that those
diagnosed within memory clinics were more likely to be
offered support in the form of information and educa-
tion for themselves and their family members, as well as
offered contact with a counsellor.

Three of the six regression models explained a sig-
nificant proportion of variance in the support variables.
Persons living with someone and diagnosed by memory
clinics were more likely to be offered information and
educational support for their family members. Addition-
ally, those diagnosed by memory clinics were more likely
to have been offered contact with a counsellor. Those
with lower MMSE scores and those currently utilising
home help services were more likely to be offered contact
with a needs assessor.

Discussion

This study aimed to describe formal support offered to
persons with young-onset dementia and to identify fac-
tors influencing support services offered post-diagnosis.
Findings showed that the offer of formal support was
generally equal, with few significant disparities. Key
results indicated minimal support pre-diagnosis, while
high levels of information and educational support were
offered to the person with young-onset dementia and
their family members post-diagnosis. However, it was
noted that there was a lack of offered contact with care
professionals and offers of cognitive aids. Demographic
characteristics had a limited impact on the post-diagno-
sis support offered.

Pre-diagnostic formal support

In our sample, persons with young-onset dementia typi-
cally lacked pre-diagnostic support, possibly due to
persons with early-stage symptoms not yet requiring
services like home help, daycare, or services within LSS.
However, previous research shows that delays in diag-
nosis are common [3, 35], and functional disturbances
can occur before diagnosis for persons with young-onset
dementia [36], indicating a need for pre-diagnostic sup-
port. Accessing such services can be challenging without
a formal diagnosis, requiring persons with young-onset
dementia and their families to navigate the healthcare
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system independently without prior knowledge or con-
tacts. In line with previous research, this supports ear-
lier recognition and diagnosis of young-onset dementia
to provide support [37]. This study also highlights the
importance of investigating whether the low rate of sup-
port cases masks an unmet need for formal support ser-
vices. Thus, further research on pre-diagnostic support is
essential to understand the needs of persons with young-
onset dementia.

Post-diagnostic formal support
Information and educational support were offered to
90.1% of persons diagnosed with young-onset dementia
and 78.9% of their family members. While the National
Board of Health and Welfare [30] recommends educa-
tional and support programs for all family members of
persons with dementia, the SveDem registry lacks speci-
ficity regarding the type and extent of information and
education provided to persons and their families. Conse-
quently, it remains unclear whether and to what degree
these services are utilised and what they consist of. Exist-
ing research suggests that while information is provided,
it is often written and primarily aimed at family caregiv-
ers [12]. Thus, the support services identified in this study
may not be effectively tailored to meet the specific needs
of persons with young-onset dementia and their families.
Our findings further revealed that while information
and educational support offered to family members is
generally high (78.9%), families with children at home are
not offered more support than those without children,
despite potential increased needs. The National Board
of Health and Welfare [30] recommends individually tai-
lored support and education for young family members
of persons with young-onset dementia. Coping with a
parent with young-onset dementia can be challenging,
characterised by feelings of uncertainty and grief [38].
Families may delay involving their children in the early
stages as they process the diagnosis and strive to main-
tain normalcy. Additionally, children at home may not
be the primary focus of support, especially if the per-
son with young-onset dementia has a spouse provid-
ing care. Research shows that children of persons with
young-onset dementia often lack adequate support and
feel ignored by healthcare systems, relying on the other
parent for information [39]. Our findings indicate that if
the person with young-onset dementia lives with another
adult, there is an increased likelihood of information and
educational support being offered to family members,
likely due to increased visibility of their needs during
appointments when accompanying the person. However,
it is essential not to overlook support for relatives who
do not reside with the person with young-onset demen-
tia. These family members may also require support due
to the burden and distress associated with caring for
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someone with young-onset dementia [40—42]. According
to Aspo et al. [43], family members not living with a per-
son with young-onset dementia have reported an increas-
ing responsibility and a need for support to understand
the situation better and prepare for the future. Hence,
formal care for persons with young-onset dementia
should adopt a family-centred approach, recognising that
this diagnosis affects the entire family, regardless of living
arrangements.

Offered contacts

In the study, approximately half of the sample had been
offered services by a care professional, such as dementia
nurses and needs assessors. This result can be under-
stood in various ways. Receiving a dementia diagnosis
could be a shocking and stressful event [11]. Persons
with young-onset dementia may initially need time to
adjust and focus on the present before seeking support
and care and early planning for future care is not always
their priority [44]. Moreover, persons in the early stages
of dementia may not perceive the need for support [37].
Consequently, those with young-onset dementia may
struggle to perceive their support needs and available
support services [45].

When the person with young-onset dementia eventu-
ally requires support but has not established any previ-
ous contacts with care professionals, they may not know
where to turn. Regular follow-ups with care profes-
sionals could help persons with young-onset dementia
to access support services promptly when needed. To
ensure adequate support for persons with young-onset
dementia, the professional offering support should do so
respectfully, refraining from implying immediate need.
Instead, they should clarify that services will be available
as needed. Such an approach has been shown to enhance
the person’s sense of self-agency and capacity, as seen in
relationship-centred care [46].

Early interventions play a crucial role in the care of
support for persons with young-onset dementia, facilitat-
ing optimal participation in future care planning as the
condition progresses [44]. Prioritising early contact with
municipal care professionals, such as dementia nurses
and needs assessors, is essential for improving sup-
port for persons with young-onset dementia. This facili-
tates tailored care and support, even if formal support
is not immediately required. Given these considerations
regarding offered contacts with care professionals, fur-
ther research is needed to develop timely support inter-
ventions for formal caregivers in determining when to
offer such contacts.

In our study, 51.4% reported being offered contact
with a counsellor. Persons with young-onset dementia
may require assistance in developing skills to handle the
emotional impact of their diagnosis [24, 47], highlighting
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the importance of formal caregivers to prioritise their
well-being. Counselling has been shown to have positive
effects on depression, anxiety, and overall quality of life
for both persons with dementia and their families [48].
Additionally, psychotherapeutic interventions can help
persons with dementia manage negative emotions associ-
ated with receiving a diagnosis [49]. Given these benefits,
contact with a counsellor should have been more widely
offered in our study. In Sweden, counsellors also provide
support in navigating various aspects of the situation,
such as state insurance funds and employers [50], mak-
ing it a valuable contact to be offered post-diagnosis. One
possible explanation for our findings could be Sweden’s
lack of specialised counsellors [51]. This could result in
certain forms of support being unavailable, with care
professionals unable to offer contact with a counsellor.

Cognitive aids

Cognitive aids, offered to 28.5% of our sample, are a
notable aspect of support highlighted in our study.
While research on their effectiveness for managing
memory problems in persons with young-onset demen-
tia is scarce, studies on assistive technology are increas-
ing [52]. The National Board of Health and Welfare [30]
recommends individually adapted cognitive aids based
on proven experience. Memory problems pose a signifi-
cant challenge for persons with young-onset dementia
and their families, and cognitive aids can assist in man-
aging appointments, time, and daily tasks, providing
a greater sense of security for the person and relief for
family members [53]. Despite these potential benefits,
most formal caregivers in our study did not offer this
support post-diagnosis. This could be due to memory
problems not being identified as a priority in the early
stages of dementia. Additionally, persons with young-
onset dementia may present atypical symptoms such as
behavioural changes [2], complicating the identification
of their need for these tools. Moreover, memory aid func-
tions are available on mobile phones today, which may be
sufficient in earlier stages of dementia and may be per-
ceived as less stigmatising for persons with young-onset
dementia.

Disparities in support for persons with young-onset
dementia

Despite extensive research showing gender disparities
in dementia care [54, 55], with women receiving less
support than men [56], our study found no evidence of
such disparities. Previous research has suggested gen-
der inequality in healthcare, particularly favouring men
in primary- and hospital care [57, 58]. However, our
study indicates gender equality in support for persons
with young-onset dementia. This finding could be attrib-
uted to various factors, such as the national guidelines
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for dementia emphasising gender-equal care [30] and
increasing equality in legislation regarding support and
care.

However, disparities in support based on care setting
were evident in our findings, with memory clinics offer-
ing more support than primary care centres, reflecting
their expertise in working with young-onset dementia.
To address this, primary care should transfer patients
suspected of young-onset dementia to memory clinics for
further evaluation and diagnosis, which aligns with cur-
rent practice. Although national guidelines [30] state that
younger persons are often referred to memory clinics
for extended diagnostic workups, they do not explicitly
recommend diagnosing young-onset dementia in mem-
ory clinics. However, our findings suggest that younger
persons benefit from receiving a diagnosis in a memory
clinic. Additionally, a US study highlighted positive care-
givers’ experiences with memory clinic support, associ-
ated with improved health outcomes [59], underscoring
the benefits of memory clinics for the family members of
the person with young-onset dementia. We also acknowl-
edge memory clinics’ capacity for extended diagnos-
tic workups. Based on these findings, we emphasise the
valuable support provided by memory clinics for persons
with young-onset dementia and their families. Conduct-
ing a follow-up study to assess whether persons with
young-onset dementia continue receiving primary care
treatment or will be referred to memory clinics could
examine whether these disparities persist over time.

Limitations

Although SveDem’s primary objective is to enhance
the quality of care, it also gathers individual-based data
for research [34], similar to other Swedish quality reg-
istries [60]. However, interpreting these variables for
research purposes can be challenging, as they are pri-
marily intended for internal quality assessments by care
units. To address this, we thoroughly reviewed the reg-
istry’s operations, including relevant documentation and
had discussions with the registry administrator to get an
insight into variables included in the study. Nonetheless,
the support variables included in SveDem have limita-
tions. For instance, it is unclear if persons received or
declined support, as entries are often binary (yes/no).
Quality registry data is usually simplified to be user-
friendly as healthcare professionals entering the data
must be able to do so as a part of their daily routine; thus,
having detailed variables would risk reducing the number
of registrations entered. Moreover, understanding these
variables may be challenging for personnel entering data.
To ensure the quality of registrations, SveDem is being
monitored continuously to maintain data consistency
with medical records [34].
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Our study had a small sample size due to significant
changes in SveDem variables in April 2021. Small sam-
ple sizes limit generalisability and potentially introduce
demographic bias. However, using the SveDem registry,
which covers 100% of memory clinics [33], improves
representation compared to primary data collection.
Consequently, using quality registries in research comes
with limitations but also important strengths, such as
improved ability to collect data about populations typi-
cally underrepresented in research [61]. Even so, the lack
of geographic information on participating units may
lead to a clustering effect and impact representative-
ness. Furthermore, results may not fully represent per-
sons with young-onset dementia, as units affiliated with
SveDem might offer better patient support due to regu-
lar feedback from SveDem on their results. Persons with
young-onset dementia are typically referred to memory
clinics for diagnosis, leading to a higher representation of
registrations from these clinics in our sample compared
to primary care centres [34]. The 2021 SveDem report
[33] also notes considerable regional variations in base-
line registrations, including potential geographic dis-
parities. Acknowledging that our data lacks important
characteristics that could influence the results is impor-
tant. Although our research aimed to analyse formal sup-
port for persons with young-onset dementia and related
factors, factors such as socioeconomic status, educa-
tional background, and cultural differences were absent
from our data for analysis.

SveDem has been criticised for lacking self-reported
outcome measures [34] and reflecting only the perspec-
tive of care professionals. While there is a self-reported
measure regarding support in the registry for the follow-
up module, the baseline module used in our study lacks
this variable. Incorporating self-reported outcome mea-
sures can enhance registry quality by promoting shared
decision-making [62], aligning with the goal of person-
centred care in Swedish dementia care [30]. Including
self-reported outcomes on support needs would have
improved the validity of our study. To fully capture the
subjective views of persons with young-onset dementia,
future research should also prioritise obtaining their per-
spectives, potentially through interviews.

Conclusion

This study revealed that while most persons with young-
onset dementia and their families were offered infor-
mation and educational support, the specifics of this
support remain unclear. Additionally, there was a notable
lack of other forms of support offered post-diagnosis,
suggesting that formal support for this group may be
inadequate. Notably, the support services offered post-
diagnosis appeared consistent across personal charac-
teristics, indicating equality within the sample. However,
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significant disparities were observed in support services
based on care setting. Furthermore, our study indicated
minimal utilisation of formal pre-diagnostic support ser-
vices, underscoring the need for early diagnosis to access
these services.

Identified shortcomings highlight the need for further
research with a larger sample size to assess their general-
isability to a broader population. A longitudinal approach
using SveDem follow-up data could provide valuable
insight into the evolving support needs of persons with
young-onset dementia over time. Additionally, qualita-
tive studies are essential to uncover any unmet support
needs concealed within the lack of formal support, both
pre-and post-diagnosis. This study serves as a valuable
foundation for further research, offering insights into the
formal support available for persons with young-onset
dementia and their families in Sweden.
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