Finding Meaning
in a Life with
Dementia

Loss, Adaptation, and the
Preservation of Self



The Compounding Weight of the Dementia Epidemic
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Beyond the Progression of Memory Loss

Dementia is universally recognized as a progressive neurodegenerative condition. Yet, its most profound impact
extends far beyond cognition—it is a fundamental transformation of the self. At the core of the dementia experience
lies not just functional loss, but an urgent need for both individuals and caregivers to adapt to evolving realities.
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The Evolution of Dementia Care
Moving from Deficit to Adaptation
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The Demand for Dementia-Capable Systems
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The Reality of
Multifaceted Loss
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= Loss in dementia is cumulative and

ongoing: memory, executive function,
independence, and social roles.

Caregivers witness progressive changes /
in personality and communication. ‘

= This initiates anticipatory (pre-death)
grief—experiencing profound loss prior
to physical death.



The Shared Ecosystem of Grief

The Individual

» Awareness of cognitive
decline (especially in early
stages).

* Frustration, sadness, and

existential distress.

The Caregiver

* Elevated risk for depression,
anxiety, and severe
emotional distress.

* Anticipatory grief and

increasing physical/
emotional burden.

Griefis a
shared,
dynamic
process.




The Myth of Erased Identity »’ “
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Traces of the Preserved Self
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Emotions ® O Relationships
The persistent capacity to Recognizing safety, familiarity,
experience and express joy, 'I,' and attachment, even if specific
fear, comfort, and distress. names are forgotten.

S \.

R 4
Habits & Embodied
Preferences Behaviors

Deeply ingrained motor
memories, aversions, and
lifelong routines (e.g.,

preference for specific music).

Physical mannerisms, posture,
and non-verbal communication
reflecting distinct personality traits.




Interventions Built on Adaptation

Despite progressive decline, dementia does not eliminate the capacity for quality of life.

Research mandates non-pharmacologic, person-centered interventions as the cornerstone

Reminiscence
Therapy

Utilizes preserved long-
term memory to foster
connection and identity
continuity, improving mood.

of effective care.

Cognitive
Stimulation Therapy

Structured, engaging
activities that promote
active processing and

social interaction.

Activity-Based
Approaches

Occupational strategies

focused on meaningful

daily tasks to reinforce
autonomy.




o =

Preserved Lo

Taps into the

ande Improved mood, reduced

anxiety, and
elevat':?dignity

" 'éni‘iif'ii'scénce therapy does not just recall facts; it utilizes preserved neural
pathways to anchor the individual's identity in the present moment.




The 4 Pillars of
Identity Preservation

Life Story Validation &
Work Emotional
Attunement
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Finding Purpose in the Present
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Pathways to
Meaning

Love Deep emotional

connections
Humor Enga_gemeqt in
familiar routines
Kindness Opportunities to
contribute
Creativity — Spirituality and

reflection



| ' Cultivating Purpose and Meaning

ﬁ Valued Activities

N Engagement in familiar,
culturally, or personally
significant routines.

Relational Connection

Sustaining love, humor, and m, ~NY b
kindness through shared
presence.

- Meaning-Centered 3

2z Opportunities for
7>~ Contribution

Allowing the individual to give or
help, rejecting the passive role.

Spirituality & Reflection O
Supporting inner life, peace, ==
and spiritual practices.




Implications for a New Standard of Care

Mandate 1: Acknowledge the Shared Journey

Proactively recognize and address anticipatory grief
for both patient and caregiver throughout the
disease trajectory.

Mandate 2: Prioritize Quality of Life
Elevate non-pharmacologic, relational interventions

to the same level of clinical importance as medical
management.

Mandate 3: Balance Loss with Possibility ;-

Accept that while cognitive decline changes
abilities, it never eliminates the human capacity
for connection, identity, and meaning. .



Synthesis: Identity is Relational
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/ ' When an mdrvrdual loses the cogmtrm

capacity to hold onto their own narrative;s
their identity does not disappear. It
IS transferred to their caregivers and




