— METHODS == RESULTS 4 studies used surveys or interviews as primary data collection of

| Study Characteristics PED
An SLR was conducted in Studies available in English, A majority of studies were conducted in Europe, followed by Asia (Figure 2) - One sgrvgy asked patients how well their treatment helps with their
~ ~ - accordance with Preferred ~ with a sample size >1, and Figure 2: Study Location most significant or burdensome symptoms of PSP
Id e ntlfyl n g Ga ps N Reporting [tems for reporting on PED in patients | . One survey asked patients were asked about their beliefs and
Systematic Reviews and1 W"Fh PSP were identified ﬁ";»?? i preferences about exercise, difficulties coping with disease
Patie nt Expe rie n Ce Meta-analyses (PRISMA) .~ using PubMed and Embase , - 'ﬂ'\i‘;}"' e progression and how it impacts activities and the perceived barriers
~ (Table ) y s % P of PSP

- One survey asked patients about their ability to swallow and any
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Disease Duration and Onset

~Inclusion of PED as defined by the Federal Drug The PSP Rating Scale (PSPRS)
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The only treatment for PSP is symptomatic and

supportive as there is no cure to date ~ « Cohort studies

- Observational studies (retrospective and
~ prospective)
 « Registry analyses

== CONCLUSION & NEXT STEPS

Patient experience data (PED) have the potential to Study Type . Descriptive studies Across the 51 COAs used, only 2 COAs
capture what is most I?othgrsome to patients a.n'd | . Non-randomized or non-controlled studies were specific to PSP (Figure 3) COAs, specifically PROs, were the most
caregivers who live with this complex and debilitating .« RCTs . ore
. . . . prominent outcomes measured. Additional forms of
disease to improve quality of life . Surveys

PED, especially PSP-specific measures, would be useful
to demonstrate impact of disease, patient journey, and
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Figure 1: PRISMA diagram Unique observer-reported outcomes (ObsROs)

) There is a need for modification or adaption of COA
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measures that currently exist to better characterize the
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