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Problem Definition & Project
Aim
•

ALS is a progressive, degenerative
neurologic disorder with inevitable decline
in function and ultimately death.

•

Most patients and families will be faced with
decisions regarding mechanical ventilation
and artificial nutrition.

•

Prior studies have showed low rates of ACP
completion in this population (<50%) and
high rates of opt out in programs to aid ACP
(nearly 40%).

•

Results
Table 1: Patient Demographics. (n=130)

Conclusions, Future
Direction
Table 2: Rates of ACP Documentation. No significant differences
between groups (p = 0.15 – 0.7)

By reviewing charts of patients with ALS, we
can analyze the impact of ACP on care
utilization including artificial nutrition,
mechanical ventilation and hospice
utilization to help to guide efforts regarding
ACP in the outpatient setting.

Methods
Retrospective chart review of deceased
patients seen at the Jefferson Weinberg ALS
Center from April 2017 to Sept 2020.

Table 4. Rates of congruence between ACP documentation and
utilization of PEG, tracheostomy and mechanical ventilation. In those
who were not congruent for PEG, 78% had more aggressive care with
PEG placed.

Table 3. Rates of healthcare utilization in patients with and without
ACP documentation did not significantly differ (p=0.29, 0.63, 0.14).

•

There were low rates of ACP documentation
(30%) in these patients with ALS.

•

Rates of ACP documentation did not vary by
sex, race, age or symptom onset.

•

Rates of PEG placement, tracheostomy and
mechanical ventilation did not differ between
patients with and without ACP documentation.

•

Rates of death in hospital and hospice
utilization did not differ between those with
and without ACP documentation.

•

This information suggests efforts to increase
rates of ACP documentation may not change
the care patients receive as their disease
progresses, but does help to promote a care
plan that is congruent with patients wishes.

•

Plan to analyze data around whether or not
patients have had a documented ACP
discussion and the number of conversations.
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