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child or adolescent
(<18 years of age) willing
and able to participate in
English-based registry and
provide informed consent

Table 2. Social Media Engagement Rates

3 6 9 12 15 18 1 24
Study month

o

Facebook Facebook
(organic) (sponsored) LinkedIn Twitter Total .
Engagements 13 29 45 54 26 167 Conclusions

Impressions 1076 12,551 1406 748 1094 16,875 e A hybrid recruitment approach for CATNAP
Engagement rate 1.2% 0.2% 2.8% demonstrates the incorporation of patient-
Clicks 10 29 N/A 4 7 50 driven considerations into clinical trial design
Number of posts in period 6 1 6 6 6 25 and increases patient access to real-world
Note: Good engagement rates were considered 3%, 2%, 2%, and 1% for Instagram, Facebook, LinkedIn, and Twitter, respectively. data regis’[ries and studies, which is especia”y

Important for research in rare diseases
e A targeted social media campaign raises

awareness, drives traffic to the registry portal,
and results in registry enrollments

e Decentralization can contribute to enrollment
in real-world data registries and studies;
however, new approaches to encourage ethnic
and racial diversity need further exploration

e A successful implementation of a hybrid
approach with both physical and virtual
opportunities for enrollment may inform
designs of future registries and clinical studies

Diagnosis verified by registry
personnel or an enrolling
physician through evidence
from medical history and

Diagnosis reviewed and verified by
registry medical personnel based on
the requested specified and required
medical documents uploaded by the
supporting medical documents patient’s caregiver directly to the

for site-based participants platform prior to account activation

e Rates of engagement (eg, clicks, likes, and shares) for Instagram (3.2%), Linkedln (7.2%), and Twitter (2.4%)
.V ‘ exceeded “good engagement rate” benchmarks for these platforms

e Although the engagement rate for Facebook was below benchmarks (<2%), the absolute number of “clicks” (29)
was the largest among social media platforms in the campaign

Participant Eligibility

Patient, caregiver, and
clinician data collected via
web-based online portal using
initial and annual follow-up
surveys for site-based
participants

Patient and caregiver data
collected via web-based
online portal using initial and
annual follow-up surveys for
virtual participants
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