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BACKGROUND

* Public health significance: Adults with Down syndrome (DS) are
living longer while facing accelerated aging, increasing the need
for advance care planning.’* Serious illness conversations (SIC)

can lead to well-informed decision-making and improved quality of
life.”

 What is known: Adults with DS are disproportionately affected by
early-onset dementia, which is their #1 cause of death. These
patients also frequently require assistance in making complex
medical decisions.®’

« Gaps: Advance care planning (ACP) is underutilized in the

general population, with even lower rates among older adults with
DS.89

Study cohort

Included 327 Down syndrome
patients with a cumulative
9,953 clinical notes.

Overall ACP documentation:

31 (9.5%) patients had any
documented ACP discussion across
the four evaluated domains.

296 (90.5%) patients had no
documented ACP discussions in
any domain across their medical
records.

RESULTS

Figure 1. Patients with any meaningful documented ACP discussion °

Figure 2. Distribution of patient-specific ACP documentation by domain.
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CONCLUSIONS

Our findings highlight a significant opportunity to prioritize
conversations about advance care planning for adults with Down
syndrome and their caregivers.
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As the population continues to age, supporting advance care planning
will become increasingly important to help individuals and families
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Bl ACP documentation navigate end-of-life decision-making.
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* Future quality improvement initiatives could focus on implementing
structured ACP documentation using standardized communication

— frameworks, such as the Serious lliness Conversation Guide.

* Future research could evaluate the impact of co-occurring conditions,
including Alzheimer's disease, on ACP documentation and compare
rates between individuals with and without an AD diagnosis.
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young-to-middle-aged adult
population (mean = 36.8 years).

Race distribution: Predominantly
White (87.2%), with much smaller
representations of Black/African
American (3.9%), Asian (2.1%), and

other or unreported racial groups.

indicated substantial interrater
agreement for CSL and GOC, with
no agreement observed for HOS
and PC.
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* Double-coding inter-rater test:
Interrater agreement calculated
was 98.125%.
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