FOR IMMEDIATE RELEASE

NTSAD to Honor the Lord Families at 2025 Imagine & Believe Celebration of
Courage, Community, and Hope

BOSTON (October 30, 2025) — The National Tay-Sachs & Allied Diseases Association
(NTSAD) will host its annual /magine & Believe gala at the Hyatt Regency Cambridge,
Thursday, Nov. 6, 2025, from 6 to 9 p.m. The signature event gathers families, friends,
clinicians, and researchers in a powerful evening of remembrance and hope—while raising
essential funds to fuel research and provide life-changing support to families affected by Tay-
Sachs, Canavan, GM1, and Sandhoff diseases.

This year, NTSAD will honor Tim and Alison Lord, and Charlie and Blyth Lord, two families
whose journeys embody resilience, advocacy, and the power of love turned into action.

In the late 1990s, an extraordinarily rare twist of fate changed their lives forever. Tim and
Charlie—identical twins and Tay-Sachs carriers—each married women who were also carriers of
the disease. With no warning of the genetic risks, the couples were blindsided by a devastating
and cruel discovery: within weeks of one another, Alison and Tim’s son, Hayden, and Blyth and
Charlie’s daughter, Cameron, were both diagnosed with Tay-Sachs disease. Both children died
within months of each other less than two years later—two young lives lost far too soon.

Faced with heartbreaking loss, the Lord families chose to transform pain into purpose. Together,
they created the Cameron and Hayden Lord Foundation, which has supported research and
resources for families while ensuring that Cameron’s and Hayden’s legacies continue to make a
difference. For more than 25 years, the Lords have been unwavering champions for families of
children with serious diseases, helping them navigate unimaginable challenges and advocating
for meaningful progress in the fight against rare disorders

“Tim, Alison, Charlie, and Blyth remind us that even the briefest lives can leave an enduring
mark,” said Kathy Flynn, CEO of NTSAD. “Through their love for Cameron and Hayden, they
have built a legacy of compassion, courage, and community that continues to guide families and
drive discovery. Their work has kept the light of their two small children shining brightly in the
lives of so many others.”

This year’s Imagine &Believe event will feature moving stories from families, updates on
groundbreaking research, and auctions at the event and through ongoing online bidding.
Proceeds will directly support NTSAD’s mission to advance research and provide critical family
services, — and honor the memories of the children who have lost their lives and those who
today are struggling with the impacts of these difficult diseases.

Tickets, sponsorship opportunities, and auction details are available at www.ntsad.org.
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