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- Analysis of discussions in online forums may
identify reasons for HDS use and non-
adherence to standard therapy
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Figure 1. Inclusion of Comments for
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Figure 2. Users describe Macuna pruriens as
favorably as medications that contain L-DOPA.

Research Question Results (Qualitative)

* No verification of users, diagnoses, or
dosing.

 Combined all pharmaceutical
formulations, some of which have other
active components

« Evaluation of comments as positive or
negative Is subjective

* Considered daily dosing but not intraday
fluctuations.
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1. Is Macuna pruriens perceived as more
effective or tolerable than pharmaceutical
L-DOPA?

2. What circumstances that lead people to
use MP-containing supplements?

Theme Examples

- “I'm self-treating due to a combo of long waitlists and honestly feeling completely failed by my doctors, yay
HMOs. As @ParkieDude mentioned, mucuna pruriens is very helpful.”

- “For me, medicine that relieves my symptomes is typically a combination of a Mucuna product plus either
carbidopa alone or CL (sinemet) - either in very small amounts, along with the Mucuna product.”

- “ took Mucuna pruriens for about 3 months prior to my formal diagnosis, when | suspected | might have PD.”
- Multiple users described difficulty obtaining insurance coverage for or affording brand-name or specific
formulations of levodopa medications that they preferred over the generic

Lack of
Access to Care
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-"Problem is that because it is not an FDA approved drug, there's no oversight on quantity being the same from

pill to pill.”
-“Generic C/L is inexpensive, you can measure the dose better, why mess with mucuna pruriens?”
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as one comment. “Not an alternative, since it's the first one ever, works better then Levodopa: mucuna.”

“I recently bought and began taking a supplement called mucuna pruriens, which is 40% L-DOPA, and a lot of my
symptoms are responding to it. | haven't had such clarity of mind in years. Not even my stimulants clear my mind
to such a degree.”

Data Analysis.

Perception. We manually labelled each
comment for (1) mentioning MP, (2)
mentioning L-DOPA, (3) if the experience was
positive, negative, neither, or both.

Positive Experiences
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Inadequate response to medication (MP >> L-DOPA)
Side effects (nausea, dyskinesia*, sleepiness) (L-DOPA)
Cost and logistic difficulty obtaining medication (L-DOPA)

Negative Experiences

The Investigators would like to
acknowledge the people with Parkinson’s
and their caregivers who posted on
r/Parkinsons.

Thematic Analysis. We conducted two
rounds of qualitative analysis to identify
themes in the post and then group post and
comments by theme.

Table 1. Users describe turning to M. pruriens. (MP) because of barriers to standard of care or side-effects of standard of care but are
frustrated with MP’s lack of efficacy. Quotes indicate verbatim posts. C/L, CL, sinemet refer to Sinemet (carbidopa/levodopa). @ indicates
username, e.g. @ParkieDude, PD, Parkinson’s Disease.
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