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C. HEMEIE 40. 3% (65 AT © 45. 9%, 65 meLA b 1 33.3%) 2SHI L TW=2s, 2MBhd 30.5% (65 kAT ¢
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FHESERBEUAFREMBLTLS fEHEEE REELTFIR2E 10.3% 12.8% 6.9%
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Background: A previous study estimated the national prevalence of early-onset dementia (EOD) to be
47.6/100,000 in the population aged 18 to 64 years (estimated number of persons with EOD: 37,800).
However, 10 years have passed since that estimation was published. During this time, public awareness
and services for EOD have significantly changed. In addition, given the relatively small prevalence of EOD,
a multi-dimensional data sharing system is required to ensure the availability of more accurate
information and facilitate the examination of the effects of various interventions. Aims: The aims of this
study were to clarify the current prevalence of EOD and the actual life situation of persons with EOD, and
to discuss development of a multi-dimensional data sharing system. Methods: A nationwide multi-site
three-phase study was conducted. A questionnaire was sent to the persons in charge of candidate facilities
in 12 study regions, inquiring whether they had users with EOD during the past year (phase 1). When
responses of “yes” were received, additional questionnaires were sent to both the facility and targeted
individuals to collect more detailed information (phase 2). In-depth interviews were conducted with people
with EOD, where possible (phase 3). Results: In phase 1, 16,848 facilities (63.8%) responded and 7,528
persons with EOD (less than 65 years: 4,077) were identified. In phase 2, 3,017 facilities (39.6%) and 1,035
persons with EOD or their families (13.6%) responded. In phase 3, 71 persons with EOD or their families
participated. Based on the number of persons with EOD identified (aged 65 years or less at the time of
investigation), the standardized prevalence of EOD was calculated for each region, and the national
prevalence was estimated using meta-analysis methods. Results showed the prevalence of EOD was
50.9/100,000 in the population aged 18 to 64 years. The number of persons with EOD was estimated to be
35,710 in 2018. The component ratio for diagnosis was estimated to be 52.6% for AD, 17.0% for VD, 9.4% for
FTD, and 4.2% for DLB/PDD. The Medical Centers for Dementia (MCD) was the facility where persons
with EOD were most frequently identified. The average age of onset was 54.4 years. The person who most
frequently noticed the patient’s symptoms first was the spouse. The first diagnosis of EOD was most
frequently provided by a psychiatrist. The application rate for certification of needing long-term care
insurance was 70%. The utilization rate of a medical expense subsidy for independence was 40%. The
percentage of persons who received a pension for disability was 40%. The percentage of persons who were
employed at the time of onset was 60%. Of these, 70% retired and 10% continued to work at the same
workplace after diagnosis. The main source of household income was family income or the pension for
disability. 60% experienced income decrease after diagnosis, and 40% felt the household budget was tight.
The most frequently needed information was medical information about symptoms, course, treatment,
specialists, and special medical facilities followed by information about available financial support. The
most frequently needed facilities were places where persons with EOD can regularly visit and enjoy hobbies
or going out. A considerable number of persons with EOD or their families experienced issues regarding 1)
provision of medical information in a sensitive manner, 2) psychosocial care, 3) post-diagnostic support, 4)
better service accessibility, 5) development of suitable services, and 6) public understanding of EOD.
Discussion and Conclusions: Based on the present findings, we propose future directions for EOD measures
including 1) promoting understanding and reasonable accommodation, 2) ensuring accessibility to
diagnosis, 3) developing services that fit the needs of persons with EOD, and 4) ensuring post-diagnostic

support, including financial support, psychosocial care, peer support, and companion support. MCD should
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function as a regional base for EOD and contribute to the development of a multi-dimensional data sharing

system.
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