
Facing the End of Life with Dementia: A Guide
to Difficult Decisions in the 36-Hour Day
Dementia, a progressive condition that affects cognitive function and
memory, can significantly impact an individual's end-of-life care. Making
decisions about medical treatment, comfort measures, and lifestyle choices
can be particularly challenging for family members and caregivers. This
article aims to provide guidance for navigating these tough decisions,
drawing insights from the "36-Hour Day" book, a renowned resource for
understanding and caring for individuals with dementia.

Recognizing Advance Care Directives

Advance directives, such as living wills and medical powers of attorney,
allow individuals to express their wishes regarding end-of-life care while
they are still capable of ng so. Discussing these directives early on can
help ensure that the person's values and preferences are respected.
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* Living Will: Outlines a person's wishes for medical treatment, such as
the use of life-support devices and artificial feeding. * Medical Power of
Attorney: Appoints a trusted individual to make medical decisions on
behalf of the person when they are unable to do so.

Balancing Treatment and Comfort

As dementia progresses, making decisions about medical interventions
becomes increasingly complex. The focus should be on preserving the
person's quality of life and minimizing suffering.

* Weighing Benefits and Risks: Evaluate the potential benefits of
treatment (e.g., extending life) against the potential risks (e.g., increased
discomfort, side effects). * Involving the Person: If possible, include the
person with dementia in discussions about their treatment options. Their
preferences should be taken into account as much as possible. *
Considering Palliative Care: Palliative care provides comfort and support
to people with life-limiting illnesses, focusing on pain and symptom
management rather than curative treatment.

Providing Emotional and Spiritual Support

End-of-life care for individuals with dementia extends beyond physical
considerations. Emotional and spiritual support are essential for both the
person and their loved ones.

* Creating a Safe and Comfortable Environment: Provide a familiar and
nurturing environment that promotes a sense of calm and peace. *
Communicating Effectively: Use simple language and non-verbal cues to
communicate with the person, even if they have difficulty understanding. *
Respecting Cultural and Spiritual Beliefs: Consider the person's cultural



and spiritual background and incorporate their beliefs into their care plan. *
Seeking Professional Help: Don't hesitate to seek support from
healthcare professionals, social workers, or spiritual advisors who can
provide guidance and emotional support.

Practical Considerations

In addition to medical and emotional aspects, practical considerations are
also important in end-of-life care for individuals with dementia.

* Financial Planning: Discuss financial arrangements for long-term care
and end-of-life expenses. * Legal Matters: Review legal documents such
as wills, trusts, and funeral plans to ensure they are up to date and reflect
the person's wishes. * Home Care or Institutional Care: Determine the
most appropriate care setting for the person's needs and preferences. *
Bereavement Support: Plan for ongoing support for family members and
caregivers after the person's passing.

The "36-Hour Day" Approach

The "36-Hour Day" book by Nancy L. Mace and Peter V. Rabins provides
practical guidance for caregivers of individuals with dementia. The book
emphasizes the following principles:

* Focus on the Person: Understand the individual's unique needs and
preferences, and respect their dignity and autonomy. * Caregiver Well-
being: Recognize the importance of caregiver self-care and seek support
when needed. * Collaboration: Involve a team of healthcare professionals,
family members, and other caregivers to provide comprehensive care. *
Flexibility and Adaptability: Be prepared to adjust care plans as the
person's condition changes and new challenges arise.



Making end-of-life decisions about dementia is a complex and emotionally
challenging process. By acknowledging advance care directives, balancing
treatment and comfort, providing emotional support, addressing practical
concerns, and adopting the principles of the "36-Hour Day" approach,
family members and caregivers can navigate these decisions with
compassion, respect, and love. Remember that the ultimate goal is to
ensure the well-being and dignity of the person with dementia during their
final journey.
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