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An interview survey was conducted with individuals diagnosed with
early-onset Alzheimer®s disease (YOAD) confirmed by amyloid PET scans and their spouses to
understand their thoughts from the time of diagnosis to the present. The results revealed that YOAD
individuals, despite the shock of the diagnosis and their difficulty in accepting the name of the
disease, expressed a desire for active social participation, hoped for an increase in services that
offer support and empathy, and wished for their current life to continue for as long as possible.
The spouses desired an environment where information and services were easily accessible and felt
complex emotions due to the various changes accompanying the disease®s progression. Both the
individuals and their spouses showed a need to accept living with dementia at a relatively young age

and, despite the initial shock, demonstrated a determination to face the future together as a
couple.
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Main categories

General categories

Perceiving normalcy and absence of sickness

Feeling that the diagnosis of dementia does not fit them

Feeling life as aroller coaster future outlook

Being shocked at the time of diagnosis because of

negative preconceptions

Feeling down because of dementia

Hopel essness because dementiais an incurable disease

Sustaining active socia involvement and

Willingness to face dementia

contribution

Wanting to participate in society while doing as much as

possible with their remaining abilities

Being grateful to those around me

Seeking empathetic persons and friendly

Wanting one's true feelings to be understood

services for engagement

Having negative feelings about people and services that

do not align with one’s intentions

Maintaining hope for a continuation of normal

Wanting to cherish the present moment

life

Wanting to avoid thinking about the future

Trying not to take having dementia seriously

Hoping for Alzheimer-type dementiato become a curable

disease

YOAD

45 144

Main categories

General categories

Wanting easier access to people and services

with grateful for support

Wishing professionals and others understood the disease

better

Wishing to encounter appropriate services more easily

Grateful for the support of those around them




Hard feelings because they care about their

spouse with dementia

Trying to understand the true feelings of spouse with

dementia

Hard feelings because they care about the spouse with

dementia

Unable to think about the future due to anxiety
about life changes from spouse's progressing

symptoms

Understanding dementia is progressive but not wanting it

to progress

Anxiety about future life with a spouse with dementia

Difficulty thinking about the future concretely

Wanting to live peacefully as a couple,

accepting dementia

Wanting their spouse to accept dementia

Wanting to live with their spouse while accepting

dementia

Intending to be the main caregiver
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