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RESEARCH QUESTION OUTCOMES & IMPACT

This projectwill generate legal, ethical, and policy-relevanttools, including consent
clauses, to improve inclusion in pediatric oncology research while ensuring
meaningful protection against GD.

How can human rights be leveraged to promote
greater inclusion in pediatric cancer research?
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Layered Human Rights Protections in Research
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Develop a human rights—based framework to inform research ethics and policy

reforms in pediatric genomics

Gather perspectives from parents of pediatric patients and researchers on GD
risks and research participation

A model consent clause for GD Consent Forms Analysis &

Survey Study (ongoing)
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A preliminary analysis indicates that
GD is rarely framed as a distinct
o risk and is folded into privacy
00 00 discourse in pediatric research.
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STUDY METHODS

Systematic literature and international human rights instruments review
Qualitative analysis of research consent forms across Canada and France

Survey parents/guardians and researchers to better understand their views and
preferences on GD.
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