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ITXCORE, College of Pharmacy, University of Texas at Austin, Austin, TX; 2Duke University,
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Figure 1. Patients’ Perspectives Regarding PD Medications
Presenting Author: Steve Arcona; steve.arcona@cerevel.com e Participants averaged 71 years of age; 54% were male

e 44% had a recent H&Y score of 23

EFFECTIVENESS

Many PwPD were unsure if their PD medication regimen is as effective as it can be.

Many PwPD were frustrated with and burdened by their medication regimen frequency.

» | feel like I'm being tied to that pillbox. The other thing too is that with this
carbidopa/levodopa you’re supposed to take it at least a half hour to an hour away from
any meals, and I'm supposed to take it three times a day. Trying to do that and juggle the
pill taking with my meals and my schedule with the rest of my life, it's just a pain.

* You would not believe how fast two hours goes. | take my pill, and then two hours later,
the alarm goes off again. I'm like, “What? Two hours has gone by? It felt like it was
10 minutes.”

* | have to take some medication six times a day and I'm reminded of my Parkinson’s six
times a day. | would just like for it to not be such an important part of my life.

+ | feel different every day. Sometimes | feel like my medicine is not working. Sometimes
| feel like it’'s not working long enough.

o Self-reported time since PD diagnosis averaged 9.0 years for SSI participants

and 8.1 years for FG participants

» | wonder if | should be feeling more symptom relief than | am currently feeling. I'm not
discounting that I'm feeling any symptom relief because I'm definitely feeling the
symptom relief, but | do wonder if | should be feeling more.

+ | think whether this is the right medication for me, whether | should be taking another
one. Those are all things | wonder about. Then it has been tempting to say, “I think I'll go
off of it for a while.”

e The demographic and clinical characteristics of SSI and FG patrticipants are
presented in Table 1

CONCLUSIONS

b Among people with Parkinson's disease (PwPD), there is Table 1. Participant Demographic and Clinical Information

Some PwPD reported struggles with the return of symptoms before the next medication dose

was scheduled. Some took medication in the early morning hours to prevent morning off-times.

* When it wears off, it is bad. When the medication wears off, | do a stutterstep. | try to take
a step and all of a sudden I'm some sort of tap dancer. | have to stop, | have to take a
deep breath, | have to deliberately pick up a foot, put it down.

* |t appears to me right now that five hours, these five-hour intervals [between doses] are
insufficient. I've got to get a dose that's either bigger so it lasts longer, or more frequent

PwPD described needing to realign their expectations regarding medication effectiveness.

genuine uncertainty regarding the effectiveness of PD
medications and the side effects they experience. Characteristic (n=20) (n=32)

SS| part|C| pants FG pal‘tICI pants * | would say they don't totally do what | thought they were going to do. | thought they

were going to stop the tremor and stop the stiffness, and this slow moving ... and they
don’t do that, not with Parkinson’s.

High dosing frequency is burdensome, and PwPD desire Sex, n (%)
longer-lasting medications and more therapeutic options

» | expected that the replacement of the dopamine would take care of filling that void and
take care of the problem, but that’s not the case.

_ Female 8 (40.0) 16 (50.0) * | expected to see some impact of the medication more strongly, more dramatically thim so that it lasts longer.
to address their unmet needs. it has been. | was expecting to take a pill and say, “Oh wow. That made a difference. « | also have to take medicine in the middle of the night so | can get up in the morning.
Age (y), mean (range) 71.7 (48-80) 71.3 (57-86) What was unexpected is | took it and | really did not notice much difference. | take a pill about 3:00 AM, or something like that, three or four in the morning, then I'm

ready to go when | get out of bed, just like hormal.

Results indicate the need for enhanced communication
Recent H&Y Score, n (%)

between providers and patients regarding PD medications EFFECTIVENESS
to discuss experienced side effects and reduce 1-2.5 10 (50.0) 19 (59.4) PRIMARY
uncertainties around symptom burden. 35 10 (50.0) 13 (40.6) THERES

Several PwPD reported tolerating PD medication side effects.

* It's better if you take it on an empty stomach, but then you feel queasy all the time and
then you kind of get used to feeling that way.

Time since diagnosis (y), 9.0 (1-39) 8.1 (2-30)
mean (range)

PwPD expressed the desire for a curative therapy and more therapy options, including

FG, focus group; H&Y, Hoehn & Yahr; SSI, semi-structured interview. . ..
longer-lasting medications.

+ | thought it was something | had to accept, really, the side effects. All of the medications

have side effects. » Let’s have a cure. We've got gene therapies and DNA things that we are using in other

areas. | don't think it’s a stretch to go that direction.
» | think it goes back to just something that’s effective. To me, I'm trading symptoms for

e Four primary themes emerged regarding PD medications
side effects. If it’s effective, | tolerate the side effects.

* I'm in the "go big or go home” camp. Find the cure. Stem cell research has all kinds of
possibilities out there.

» I'd like to have medication that would last longer. You wouldn’t have to take it four times
a day. It would be nice if you could take it once or maybe twice.
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PwPD discussed their uncertainty as to whether a symptom they experienced was a

medication side effect or a sign of PD progression.

* There needs to be some type of injectable or pump or something that is more efficient
and continuous than taking a pill that is as effective as the vagaries of the diet that you
have that day.

* |t would be nice to have a medication that you didn't have to worry about protein
ingestion. Because now you have to time taking your medications of when you’re eating
and what you’re eating and calculating all of that.

» When | started having extra symptoms, I first believed, “Your disease is just
progressing.” Then | began to notice what times of the day | was having it, and the more
medication | took, the more symptoms | had and it was like, “Wait a minute. Are we sure
that that’s what it is?”

» It's hard to tell because all these drugs’ side effects, all of them have the same
symptoms, potential, as what Parkinson’s presents with. It’s hard to differentiate. Is it a
side effect or is it your disease? ... It’s really hard to tell the chicken from the egg for me.

+ Tolerating side effects, discerning side effects vs. disease progression
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— Desires

» How do all these medications work together? I'm on a lot of medication. You don’t
know whether something is causing the symptoms or whether it’s just part of the
disease process.

« Therapy advancement, more options

o Exemplar quotes are provided for each theme in italics (Figure 1)
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PD, Parkinson's disease; PwPD, people with Parkinson's disease.
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