National Tay-Sachs &
Allied Diseases Association

Supporting families is the center of everything we do

National Tay-Sachs & Allied Diseases Association (NTSAD), a family-focused patient advocacy organization,
supports individuals and families affected by rare neurodegenerative genetic diseases. NTSAD’s mission is to
“lead the worldwide fight to treat and cure Tay-Sachs, Canavan, GM1, and Sandhoff diseases by driving
research, forging collaboration, and fostering community. Supporting families is the center of everything we
do.”

Position Summary

The Patient Education & Advocacy Lead (20 hours/week) is responsible for coordinating and advancing
NTSAD's patient education, advocacy, patient registry, and research engagement initiatives. Working
collaboratively with the Director of Family Support and other staff, volunteers, committees, and external
partners, this position helps ensure that individuals and families affected by Tay-Sachs, Canavan, GM1, or
Sandhoff diseases have access to high-quality educational resources, meaningful advocacy opportunities, and
pathways to engage in research and community leadership.

This position serves as NTSAD's staff lead for educational programming, advocacy initiatives, patient registry
engagement, and research participation activities. The Patient Education & Advocacy Lead emphasizes
strategic coordination, partnership development, volunteer engagement, and project leadership. As a member
of a small, mission-driven team, all staff are expected to work collaboratively across functions, contribute to
shared organizational priorities, and take on additional responsibilities as needed to support NTSAD's mission
and goals.

Duties and Responsibilities
Patient & Family Education

e Coordinate the development, review, and dissemination of educational resources, disease information
materials, navigation guides, and resource directories.

o Identify gaps in educational materials and help develop resources to address community needs.

o Collaborate with clinicians, researchers, caregivers, and affected individuals to ensure educational
content remains current and accessible.

e Support dissemination of information related to research developments, clinical trials, standards of
care, and symptom and disease management.



Patient Registry Coordination

Serve as NTSAD's staff liaison for the GM2 Patient Registry working closely with the Research Director.

Coordinate patient and caregiver outreach, enrollment support, survey implementation, and
engagement activities related to the registry.

Collaborate with registry vendors, researchers, and organizational partners.
Monitor participation trends and assist with reporting and evaluation activities.

Communicate the importance of registry participation in advancing research and treatment
development.

Conference & Educational Programming

Work closely with the Director of Family Support and other staff to coordinate and support
development of educational content for NTSAD's Annual Family Conference.

Assist with educational session planning, speaker recruitment, agenda development, and content
coordination.

Coordinate other educational initiatives.

Engage volunteers, researchers, clinicians, and other subject matter experts in educational
programming efforts.

Advocacy & Public Policy

Coordinate and support NTSAD's advocacy activities at the local, state, and federal levels.

In partnership with the CEO, maintain and build relationships with advocacy organizations including
NORD, EveryLife Foundation, screening advocates/companies, and other rare disease coalitions.

Coordinate participation in advocacy events, legislative outreach, awareness campaigns, and grassroots
initiatives.

Assist in developing advocacy resources, action alerts, and educational materials.

Monitor policy developments affecting the rare disease community and assist in preparing relevant
communication updates to stakeholders.

Encourage and support patient and caregiver participation in advocacy efforts.

Research & Community Engagement

Promote opportunities for participation in research studies, natural history studies, clinical trials,
advisory boards, and community leadership initiatives.

Support engagement efforts that strengthen collaboration among families, researchers, healthcare
professionals, and industry partners.

Help connect community members with opportunities to contribute to research and policy discussions.



Leverage relationships to raise awareness about screening.

Communications & Content Development

Collaborate on educational and advocacy-related content for e-newsletters, webinars, website
resources, social media, and community communications.

Promote awareness of NTSAD's educational resources, advocacy initiatives, patient registry, and
research opportunities.

Organizational Leadership

Serve as staff liaison to the Advocacy Committee.

Leverage volunteers, committee members, and external partners to advance educational and advocacy
initiatives.

Partner closely with the Director of Family Support to ensure coordination across Family Support
activities.

Contribute to organizational planning and strategic initiatives.

Assist with grant-supported projects and reporting requirements as appropriate.

Qualifications

Recommended

Bachelor's degree in public health, health education, communications, nonprofit management, public
policy, healthcare administration, social sciences, or a related field.

Minimum 3-5 years of experience in patient advocacy, health education, nonprofit programs,
healthcare, public policy, community engagement, or related fields.

Experience developing educational resources, programs, or community initiatives.
Strong written, verbal, and presentation skills.
Demonstrated ability to build relationships with diverse stakeholders.

Strong organizational and project coordination skills.

Preferred

Experience in rare disease, genetic disease, healthcare, or patient advocacy organizations.
Familiarity with patient registries, natural history studies, clinical research, or clinical trial engagement.
Experience with advocacy campaigns, public policy initiatives, or grassroots organizing.

Experience planning educational programs, conferences, or community events.



Reporting Relationship

Reports to the Chief Executive Officer and works in close partnership with the Director of Family Support.

To Apply

¢ Please submit a resume and cover letter outlining your qualifications and interest in the role and salary
requirements to jobs@ntsad.org.



