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= ABSTRACT =

A Study on the Comparison of Recognition between Experts
and the General Public about the Secondary Use of Clinical
Trial Data

JinSeul Moon

Department of Public Health Law and Ethics
The Graduate School of Public Health
Yonsei University, Seoul, Korea

(Directed by Professor Ilhak Lee, M.D., Ph.D.)

This study was conducted with the aim of comparing the perceptions of experts and the
general public regarding the secondary use of clinical trial data, particularly considering risk
awareness, and exploring rational approaches for secondary utilization. A survey was
conducted over approximately five weeks, from October 12, 2023, to November 17, 2023,
with 209 respondents.

The key findings are as follows:

1. The general public demonstrated awareness of the secondary use of clinical trial data but
lacked substantial knowledge. In contrast, the expert group exhibited relatively higher
awareness and knowledge levels.

2. The general public perceived higher risks associated with the secondary use of clinical trial
data, particularly showing concerns about data breaches, re-identification of sensitive
information, and the activation of research for commercial purposes. Conversely, the expert
group evaluated the risks of secondary use relatively lower than the general public, and there
was a negative correlation between the two groups regarding awareness, knowledge levels,
and risk perception.
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3. Both groups expressed an expectation of benefits from the secondary use of clinical trial
data and showed a tendency to agree on sharing clinical trial data for this purpose. However,
the expert group demonstrated lower willingness for comprehensive research purposes
compared to the general public in terms of data sharing consent.

The implications of the study are as follows:

1. Education focused on the quantitative data lacking in the general public, along with
comprehensive explanations regarding the benefits, risks, storage, and disposal associated
with the secondary use of clinical trial data, can help bridge the gap between expert and
general public understanding. This, in turn, can pave the way for effective risk
communication.

2. There is a need for improved public awareness through public promotion regarding the
secondary use of clinical trial data. This improvement is deemed essential for effectively
managing risk perception and contributing to the formation of social empathy and the
restoration of social trust.

3. To enhance consent models for the secondary use of clinical trial data and alleviate ethical
concerns related to comprehensive research purposes, the study proposes a dynamic consent
model.

This study holds significance in comprehensively understanding the perceptions of both
expert groups and the general public regarding the secondary use of clinical trial data. It has
laid the groundwork by constructing foundational data for the ethical and rational
exploration of approaches to secondary use, based on the analysis results and legal, ethical,
and social discussions.

Key word: Clinical Trial Data, Secondary use, Privacy and data protection,
Dynamic Consent, Risk Perception
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