Participant Council - DAY

Terms of Reference

SOONER

These Terms of Reference establish an international Participant Council and set out its
mission, composition, and ways of working.

1.

Mission

The Participant Council provides advice, lived experience, and perspectives on
healthy volunteer participation in research. It serves as a forum to strengthen
participant-centered thinking, inform study design and ethics, and guide advocacy.

The Council furthers 1Day Sooner’s mission to support people who want to
participate in high-impact medical studies and to advance efficient, equitable
life-saving medical research that reduces global suffering from infectious
diseases.

Value and Opportunities for Council Members

The Council offers a meaningful and distinctive experience.
As a Council member, you:

Make an impact. Put your lived experience to work to help reduce global suffering
caused by the world's most harmful infectious diseases.

Represent and empower healthy participants. Elevate their voice in the
conversations that shape standards for participant experience and engagement
globally.

Inform science and ethics. Contribute your insights to shape participant-centered
trials and help study teams deliver faster, better, more impactful studies.

Collaborate with a mission-driven community. Work alongside researchers,
ethics bodies, and public health partners advancing infectious disease research
and policy.

Connect with like-minded peers. Build relationships with people who share your
interest in science, ethics, and advocacy.

Learn through direct exposure. Gain practical understanding of study design,
consent, and research governance.

Grow your skills. Access tailored capacity-building opportunities that support your
development.

Gain visibility in an exciting, rapidly evolving field. Build your profile as you
bridge research and public engagement.
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Composition and Membership

The Council is composed of 15 to 30 members.
Members must have direct experience as healthy research participants.

The Council is international, and its members represent diverse backgrounds,
experiences and regions.

Main Tasks and Activities

As part of their main mission, Council members:

Attend Council meetings and participate in associated written consultations.
Advise on issues related to healthy participants’ experiences.

Elect one Participant Representative to serve on 1Day Sooner's Board of Directors.

Serve as the participatory grantmaking body for the Future Fund, which will
support participant-centered, innovative, high-impact work to help end infectious
diseases.

As opportunities arise and in coordination with 1Day Sooner, members may also:
Participate in appreciation, community sensitization, or capacity-building events.

Speak at or participate in relevant conferences, to share personal experiences as a
trial participant and/or insights from 1Day Sooner's community of healthy
participants.

Participate in activities with prospective healthy trial participants, e.g. to share your
experience and answer their questions on what it is like to take part in a trial.

Serve as local ambassadors supporting current trial participants in their region.
Support outreach and engagement activities in their region.

Engage with media to share their personal experience as trial participant.
Co-author or review publications and communications on participant experience.
Engage in 1Day Sooner’s advocacy to improve clinical trials.

Participate in other advocacy efforts to improve the design and ethics of trials.

Participant Council — Terms of Reference (December 2025)

2



Meetings
The Council meets three to four times per year, primarily online, in English.

Scheduling is done in advance; agendas and background materials are shared
beforehand.

Meeting notes and agreed actions are circulated to Council members within two
weeks of each meeting. Notes are informational and not subject to member
approval.

1Day Sooner will publish meeting agendas and attribution-free meeting notes.

Compensation

An honorarium of $50 per hour is provided to recognize the time contributed to
Participant Council meetings, including reasonable preparation time. For example,
Council members may be compensated $125 for attending one Council meeting,
including 1.5 hours of meeting time and 1 hour of preparation and follow-up.

Honoraria are provided in recognition of members’ time and contributions, and do
not create an employment or contractual relationship.

Payments will be made electronically (for example, via PayPal) within two weeks
following each meeting, based on attendance records.

Members are responsible for any personal tax obligations that may apply in their
country of residence. Individual members receiving a yearly total of $2,000 or
more will be required to provide a tax form to 1Day Sooner.

Compensation for additional activities may be provided on a case-by-case basis,
depending on available funding and prior agreement.

Reasonable travel and related costs may be reimbursed when participation in
approved in-person activities is required.

Conduct, Confidentiality, and Conflicts of Interest

Members are expected to act respectfully and collaboratively, and to align with
1Day Sooner's principles.

Discussions within the Council should be treated as confidential unless otherwise
agreed.

Members must declare any potential conflicts of interest that may arise from their
professional, financial, or personal circumstances.
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1.

Communication and Representation

When speaking at external events, Council members must clarify whether they are
representing themselves, the Council, or 1Day Sooner.

Media or public engagement activities conducted as part of the Council's work
should be coordinated with 1Day Sooner.

1Day Sooner regularly communicates about the Council’s activities, without prior
approval from Council members. Sensitive information is not communicated
without prior agreement from the Council and/or the members concerned.

Mandate and Duration

Members are appointed for a one-year term, renewable.

New members are recruited regularly, through two annual recruitment periods.

Resignhation and Removal

Members may resign at any time by notifying 1Day Sooner in writing.

1Day Sooner may remove a member for noncompliance with these Terms of
Reference, including breaches of the conduct, confidentiality, or conflict of interest
provisions. Removals are communicated in writing and effective immediately.

Departing members must continue to honor confidentiality obligations.

Any outstanding compensation at the time of departure is processed according to
Article 6.

Positions that become vacant are filled through the regular recruitment process.

Application and Selection Process

Council members are recruited through calls for expressions of interest.
Applications are reviewed and selected by 1Day Sooner.

Key selection criteria include:
Diverse representation of varied backgrounds, experiences and regions.
Motivation and understanding of the role of the Council and its members.

Understanding and insight into infectious disease research.
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12. Support and Coordination

The Participant Council is supported by 1Day Sooner staff.
Raquel Castro, Volunteer Coordinator, serves as the primary contact for members
of the Council: raquel.castro@ldaysooner.org

13. Review and Amendments

These Terms of Reference will be reviewed regularly, to ensure they remain
relevant and aligned with 1Day Sooner’s mission and priorities.
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