NTSAD Community Voices Blog

Stories, insights, and perspectives from families, researchers, advocates, and partners working to
advance awareness, support, and progress for Tay-Sachs, Canavan, GM1, and Sandhoff diseases.

Our Mission

The National Tay-Sachs & Allied Diseases Association (NTSAD) leads the
worldwide efforts to find treatments, therapies, and eventually a cure for
Tay-Sachs, Canavan, GM1, and Sandhoff diseases. We drive research, build
connections, facilitate collaboration, and nurture community.

Our community includes:
e Affected children and adults, as well as their parents, caregivers,
siblings, grandparents, extended family, and friends
¢ Clinicians, researchers, and industry partners committed to advancing
care
e Bereaved parents and siblings
e Global patient advocacy organizations and foundations

What the Blog Will Share

e Personal stories from individuals, families within our community
e Updates on research and progress toward treatments

e Educational content to help families navigate care and decisions
e Advocacy updates and ways to get involved

¢ Spotlights on community members, partners, and volunteers

Program Overview: NTSAD Blog
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A centralized platform designed to share trusted information, elevate

community voices, and connect families from across the rare disease
journey.

Content is thoughtfully developed to reflect the real experiences,
questions, and needs of those impacted by Tay-Sachs, Canavan, GM1, and
Sandhoff diseases.

Each blog post is:

arine
e Community-driven (family stories, lived experiences, perspectives)
¢ Expert-informed (research updates, clinician insights, education)
e Purposeful (aligned with awareness, advocacy, and key initiatives)
e Widely accessible (shared across web, email, and social channels)

The Impact

With your support, this initiative will:

e Help individuals and families in our community feel more connected
¢ Increase access to trusted, relevant information

e Elevate voices that are often unheard

e Provide clarity, comfort, and hope throughout the journey

We invite you to support the NTSAD blog and help us create a powerful platform

Join Us

for connection, education, and storytelling. Contact Erin Demers, Development

Manager, for more information on pricing, scheduling, and availability at

edemers@ntsad.org.
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