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Genomic data have become a valuable resource for accelerating
scientific discoveries, improving personalized medicine, and
addressing global health challenges. As the volume and
complexity of genomic data grow exponentially, the need for
robust data sharing policies becomes increasingly paramount.
Developing well-crafted genomic data sharing policies is
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Glossary of Key Genomic Data Sharing Terms Design of a Creative Informed Consent Approach

using Digital Application

Proposal of a multimedia app/website for
patients to complete the informed consent
form, communicate with healthcare

A glossary of key genomic terms to ensure
shared understanding of genomic concepts
among different stakeholders and facilitate

providers, and learn about genomics is
provided here.

essential to strike a delicate balance between fostering scientific true informed consent is provided here.
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privacy, and preventing unauthorized access to sensitive improvement is provided here. videos to place in the form. ehows s these gones
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when formulating data sharing policies. Our goal is to provide a Landscape Analysis of Patient Genomic Data optional videos & self-quizzes |
. ) . . . . . . o o o . to increase engagement and ¥

framework for ethical genomic data sharing principles, highlight Sharing Policies and Initiatives comprehension. ™ check how muchlknOWJ [E"""‘"d S ]

any gap in current practices, and assist [llumina in navigating the

A catalog of policies and initiatives and a landscape analysis
outlining trends and differences are provided here.

current policy landscape.

Background

[llumina is an American biotechnology company and the world’s

Figure 3. Design of Informed Consent Proposal

Conclusion

Given that genomic sequencing and related technologies are

leading manufacturer in integrated systems and products for

large-scale analysis of genetic variation and function. With constantly changing and increasing in their reach on an

collaborations in over 140 countries, the company aims to ——s international scale, it is important to consider the limitations

Genomic Data Sharing Policy Overview : Controlled and open access to genomic data
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within our own work and acknowledge that these observations and

and genomics research. recommendations may need to be updated as new advancements

Figure 1. United States State-to-State Genomic Data Figure 2. International Country-to-Country occur. We found a lack of diversity in both genomic databases and
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surrounding genomic data-sharing policies, and the lack of true
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informed consent as major i1ssues throughout the field of

genomics.

Acknowledgements

/ Trend Analysis United States Map International Map

J

* International genomic data sharing policies

 State data sharing initiatives Comml}nity Engage}nent Guidelines in Effective We thank our Project Manager Khairunnisa Mentari Semesta PhD,
&t 8« Genomic repositories standards y Genomic Data Sharing MA and our Applied Ethics+ Faculty Advisors Michael B.
Guidelines, case studies, and actionable Waitzkin, JD and Nita Farahany, JD, PhD for their guidance and
e Illumina reports plans for implementing community encouragement to think independently and critically about our
* Relevant news releases genomic healthcare programs among work.  We appreciate Illumina, Inc.’s for welcoming this
* Peer companies” privacy policies underrepresented communities arc collaboration and entrusting us with this project.

provided here.

PhDPosters.com’
Your Rese.

arch Poster, Printed For Less



