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National Tay-Sachs & Allied Diseases Association Receives Historic $1 

Million Gift from the Cameron and Hayden Lord Foundation 

Transformative donation will advance research and serve as a leadership gift to launch NTSAD’s 

70th anniversary fundraising campaign 

BOSTON — The National Tay-Sachs & Allied Diseases Association (NTSAD) has received the 

largest single gift in its 68-year history — a $1 million contribution from the Cameron and 

Hayden Lord Foundation. The surprise announcement, made Thursday, November 6, at 

NTSAD’s Imagine & Believe fundraising event at the Hyatt Regency Cambridge, brought the 

more than 150 supporters and families in attendance to their feet for multiple standing ovations 

and moved many to tears. 

The donation will accelerate NTSAD’s research mission and serve as a leadership gift to help 

launch a major fundraising campaign in celebration of the organization’s upcoming 70th 

anniversary. The campaign will strengthen NTSAD’s ability to invest in promising science while 

expanding support for families living with Tay-Sachs and related genetic diseases. 

“This is an extraordinary moment in NTSAD’s history,” said Kathy Flynn, CEO of NTSAD. 

“The Lords have been part of the heart and soul of this community for more than two decades. 

Their generosity and leadership have inspired hope, strengthened families, and fueled the science 

that will one day put an end to these devastating diseases. This gift will have an impact far 

beyond the research it funds—it will carry forward the love and legacy of Cameron and 

Hayden.” 

The Lords ’connection to NTSAD began in 1999, when two babies—first cousins, Hayden Lord 

and Cameron Lord—were each diagnosed with Tay-Sachs disease just three weeks apart. The 

children’s parents—Alison and Tim Lord and Blyth and Charlie Lord—found themselves 

confronting the unimaginable. But out of grief, they forged a legacy that continues to shape the 

future of NTSAD and the families it serves. 

They founded the Cameron and Hayden Lord Foundation to advance two core beliefs: that 

science must move faster to find answers, and that families navigating serious pediatric illness 

deserve compassionate, dignified care. Their partnership with NTSAD helped establish the 

NTSAD Research Initiative, which has since catalyzed groundbreaking collaborations between 

families, scientists, and clinicians. 



 

 

“In the early days, NTSAD was the only place we could breathe,” said Alison Lord. “It was the 

community that helped us survive—and ultimately helped us find purpose. Supporting NTSAD’s 

research mission through our foundation feels like the most meaningful way to honor Hayden 

and Cameron’s lives.” 

Blyth Lord added, “This is about continuing the ripple effect of our children’s lives. They taught 

us about love, courage, and connection. With this gift, we hope to help accelerate progress 

toward the cures that families have waited for far too long.” 

For more than 25 years, the Lords have been leaders, innovators, and advocates within the 

NTSAD community—helping to strengthen family support, expand genetic screening, and 

elevate the role of palliative care for children with life-limiting illnesses. 

“The story of the Lords reminds us what love and perseverance can build,” Flynn said. “Cameron 

and Hayden’s light continues to guide us—and because of this extraordinary gift, that light will 

shine even brighter.” 

 

About NTSAD 

 

Founded in 1957, the National Tay-Sachs & Allied Diseases Association is dedicated to 

supporting families affected by Tay-Sachs, Canavan, GM1, and Sandhoff diseases, while driving 

research to find effective treatments and cures. NTSAD’s mission is to ensure that no family 

faces these rare genetic diseases alone—combining compassion, advocacy, and innovation to 

bring hope to the community. 

 

 

 

 


