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Ethical Issues for Female Pre-Caregivers in Preclinical Alzheimer’s
Disease Risk Disclosur

Taisei WAKE

Faculty of Psychology and Social Welfare, Department of
Psychology and Social Welfare, Seigakuin University
Department of Neuropsychiatry, Keio University School of Medicine

Recent advancements in minimally invasive and cost—effective predictive technologies,
such as blood-based biomarkers, have solidified the biological definition of the preclinical
stage of Alzheimer’s disease (AD). These developments have broadened the scope for asymp-
tomatic individuals to ascertain their future risk of AD. Nonetheless, clinical guidelines advise
against the disclosure of preclinical risk information outside research contexts. This divergence
between clinical practice and research has led to the emergence of a new demographic— “pre-
caregivers.” These individuals, often family members, begin offering anticipatory support to
older adults who have been informed of an elevated biological risk, despite the absence of clin-
ically recognized impairment or formal caregiving status.

The disclosure of preclinical AD risk involves probabilistic information, characterized by
significant uncertainty regarding the likelihood and timing of disease progression. Traditional
binary disease models render continuous risk states challenging to interpret, and pre—caregivers
may experience implicit ethical pressure to prepare for decline merely because they possess
risk information. The evidence of low-risk literacy among both patients and healthcare profes-
sionals further complicates accurate prognostic understanding, potentially exacerbating the
ambiguity and burden of early caregiving responsibilities.

In Japan, caregiving responsibilities are disproportionately shouldered by women, with
psychological burdens reported even in the early stages of cognitive decline. Consequently,
preclinical risk disclosure may inadvertently perpetuate gendered inequalities by transferring
anticipatory caregiving responsibilities to women at an even earlier stage. As encapsulated by
the query “Who cares?”, such unpaid and invisible care labor risks remain institutionally
unrecognized.

This paper identifies significant ethical challenges for pre—caregivers, including early
risk—based responsibility, ambiguity of caregiving roles, lack of institutional support, reproduc-
tion of gendered care structures, and overlooked research—ethical implications. It argues, from a
care ethics perspective, for the recognition of pre—caregivers as stakeholders and the establish-
ment of equitable support systems.

Author’s abstract

I Keywords pre-caregiver, ethics of care, bio-actuarial science, risk literacy, gender
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