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ORIGINAL ARTICLE

Illness Experiences of People with Young-onset Dementia

Ahn, Suyoun' - Yi, Yeojin?

'Ph.D., RN. Department of Nursing, Samsung Medical Center, Seoul, Korea
?Professor, College of Nursing, Hanyang University, Seoul, Korea

Purpose: The purpose of this qualitative study was to describe the illness experiences of people with young-onset
dementia who live in a community. Methods: Six community-dwelling patients with young-onset dementia, aged 65
or under, were recruited. Data were collected from August 2019 to July 2020 and analyzed using qualitative thematic
analysis. Results: The data were classified into five themes and eleven sub-themes. The following themes emerged:
1) Anguish enough to want to die from dementia symptoms that hit the prime of one's life; 2) Being thrown from middle
age to old age; 3) Becoming a burden due to changing roles within the family; 4) Experiencing difficulties in the
diagnosis and treatment process due to onset before old age; and 5) Living with young-onset dementia in one's own
life. Conclusion: The findings suggest that people with young-onset dementia have unique experiences associated
with middle age Korean traits. Therefore, based on their illness experiences, effective psychosocial nursing
interventions tailored to their age should be developed.
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Table 1. Characteristics of Participants
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No (;}egaer) Sex (;reyrieei:)ig Diszs:(enﬁ:;iod MMSE score Family member living together
1 64 Female AD 18 18 One son
2 62 Female AD 13 22 Spouse
3 57 Male AD 24 18 Spouse and two daughters
4 65 Male AD 12 27 Spouse
5 56 Male AD 36 24 Spouse, two daughters and one son
6 64 Male AD 36 19 Spouse
(Mean 61.33) (Mean 23.17) (Mean 21.33)

AD=Alzheimer disease.
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Table 2. lliness Experiences of People with Young-onset Dementia

Themes

Sub-themes

Anguish enough to want to die from
dementia symptoms that hit the
prime of one's life

Being thrown from middle age to
old age

Becoming a burden due to changing
roles within the family

Experiencing difficulties in the
diagnosis and treatment process
due to onset before old age

Living with young-onset dementia
in one's own life

- The feeling of hopelessness from being diagnosed with the disease that leads to

'oblivion' earlier than others

- Suffering from losing the ability to manage daily life
- Losing the pride accomplished over a lifetime and withdrawal

- Skipping physical aging and experiencing old age
- Avoiding active outside activities and becoming powerless

- Shifting from a provider to a dependent and becoming a burden
- Losing the role of primary economic agents in the family and imposing a financial

burden

- Wandering through the diagnosis journey
- Feeling like it's a double-edged sword to participate in dementia programs

- Having a desire for a meaningful life even in an uncertain future
- Trying to carry on with one's own life
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