
2020 ANNUAL REPORT

SADS Foundation made me feel 
better about being different and 
reminds me I am not alone—
there are others just like me! 
- Bella Alvarez, Age 11

Dear Families, Friends, and Colleagues,

It’s been quite a year, but together we have turned challenges 
into opportunities to connect with you and even more SADS 
families in new, exciting ways. On behalf of the SADS Foundation 
Board of Trustees and staff members, we would like to thank 
the many members of our SADS community who helped us 
during this difficult year. You keep us moving forward, no 
matter what, and we’re deeply grateful for your support.

We are forever grateful to the many specialists and experts who have 
donated their time and allowed us to bring our SADS families the 
best and brightest in the field. And as we look into the future towards 
new advancements in treating SADS conditions, we also took time 
this year to recognize pioneers in the field, whose combined efforts 
built the foundation for today’s research and advocacy. Their work 
led to the discovery of genes for Long QT Syndrome types 1, 2, and 
3, and Timothy Syndrome, and we would like to express our thanks 
to Mark Keating, MD; Michael Sanguinetti, PhD; Igor Splawski, 
PhD; and Katherine Timothy for their groundbreaking research.

This has been a year of exciting growth for us – but it has been 
a year of loss as well. This year we lost our founder, Dr. G. 
Michael Vincent, whose visionary work changed the lives of 
thousands of patients and paved the way for what the SADS 
Foundation has accomplished. We continue to miss Dr. Vincent’s 
guidance and friendship as we work to bring his vision to life.

We hope you’ll join us as we reflect on this year’s accomplishments 
and celebrate the many community members who make our work 
at the SADS Foundation possible. Thank you to our volunteers 
and families who find ways to fundraise and support each 
other virtually, to our amazing medical professionals who help 
us bring answers to the SADS community, and to our partner 
organizations who help us provide programming – we are grateful 
for all of you who continue to help the SADS Foundation save 
the lives of those with inherited arrhythmia conditions.

Warmly,

      

Michael Ackerman, MD, PhD 
President, Board of Trustees 

Alice Lara, RN  
President & CEO
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Julia Romanowski
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Casey Lynn Shockley
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Andrew Stafford
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Jeffrey Peter Stiefeld
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visit StopSADS.org

Medical 
Webinar 
Speakers 
Michael Ackerman, 

MD, PhD
Robert Campbell, MD
Stephanie 

Chandler, MD
Mary Hardies, RN 
Prince Kannankeril, MD
Richard Lamphier, RN
Dianalee 

McKnight, PhD
Robert Pass, MD
Dan Roden, MD

Ryan Schaefer
Mary Sheppard, 

MD, FRC 
Elizabeth 

Sherwin, MD
Jonathan Skinner, MD
Richard Lamphier, RN
Allison Thompson, 

Project Adam

SADS Live 
Guests
Katie Agre, GC 
Peter Aziz, MD 
Elijah Behr, MD
Charles Berul, MD 
Georgia Brugada, MD
Hugh Calkins, MD 
Robert Campbell, MD
Allison Cirino, GC  
Lee Cooper

Scott Dailard, Board 
Secretary

Aarti Dalal, MD   
Brynn Dechert-

Crooks, NP 
Susan Etheridge, MD
Felicia Fischetti)
Rachel Flores, RN  
Robert Hamilton, MD 
Shannon Hourigan, 

PhD Richard 
Lamphier, RN 

Phil Howard, Board 
Secretary  

John and Anne 
Jolly (Founders 
of SADS UK)

Alice Lara, President 
& CEO of SADS 
Foundation

Kevin and Anne 
LeMoyne, Founders 
of Lovin’ Every 
Day Foundation 

Anthony Lucatuorto, 
Board Member 

Brittney Murray, CGC 
Robert Nussaum, 

Chief Medical 
Officer, Invitae 
Silvia Priori, MD

Stacey Rizza, MD 
Peter Schwartz, 
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Semsarian, MD

Maully Shah, MD
Paul Thornton, MD 
Katherine Timothy, 

Timothy Syndromes 
Alliance 

Tolosky Family 
Sami Viskin, MD 
Arthur Wilde, MD 
Ray Woosley, 

MD, PhD

The team has brought together 
true thinkers and clinicians in 
the field and made them part of 
the foundation, the international 
conferences, and the scientific 
board. I’m more impressed every 
year by how much visibility this 
organization has among patients 
and the medical community.
- Susan Etheridge, MD, Primary Children’s 
  Medical Center, Board Vice-President

Catch the spirit and light up the night with Brittany’s Trees!

SADS LIVE program on COVID-19:  
Drs. Mike Ackerman & Stacey Rizza 

video received the highest views!

Last Fall was my first conference, and 
I wish I’d gone sooner! I can’t begin to 
explain how good for your soul it is to 
meet other people that just get it.
- Samantha Wilder

358 Red Kits shared for Heart Month— 
the most ever in SADS history!

Bella Flores received SADS Volunteer 
Award for her outstanding efforts during 

Walk for the BEAT online fundraiser

I am thankful to 
have found the SADS 
Foundation because it 
has given me the tools 
to be sure I am making 
heart-conscious choices 
and even to make sure my 
son’s school is prepared 
to handle his condition.
- Heather Darling

The SADS Foundation has provided 
education, family support, and 
connections to medical experts, for 
which we will forever be grateful.
- The Koch Family

THANK YOU
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Conference 
Speakers
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MD, PhD
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Peter Aziz, MD
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TSA Parent
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Board President
Michael J. Ackerman,  

MD, PhD  
Rochester, MN

Board Vice President
Susan Etheridge, M.D 

Salt Lake City, UT
Board Secretary
Scott Dailard
  San Diego, CA
Board Treasurer
Phil Howard  

Redwood City, CA

Joanna Bewick 
  Pittsburgh, PA
Robert Campbell, MD
  Atlanta, GA
Brynn Dechert-

Crooks, CPNP
  Ann Arbor, MI
Laurie Smith Hooper
  Nashville, TN
Anthony Lucatuorto
  New York, NY
Maully Shah, MD
  Philadelphia, PA

Alice Lara, President & CEO
Marcia Baker, 

Program Director
Jan Schiller, Development 

Director

Erin Waite, Technology 
Coordinator

Anna Goodson, 
Communications 
Coordinator

Board of Trustees

Income

Expenses

Scientific Advisors 

Staff Members

Peter J. Schwartz, 
MD (Chair)

  Milan, Italy
Charles Antzelevitch, 

PhD
  Wynnewood, PA
Charles Berul, MD
  Washington, DC 
Mitchell Cohen, MD 
  Phoenix, AZ
Isabelle Denjoy, MD
  Paris, France
Prince Kannankeril, 
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  Nashville, TN
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  Miami, FL
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MD/MBA
  Tampa, FL

James C. Perry, MD
  San Diego, CA
Sylvia Priori, MD
  Pavia, Italy
Dan M. Roden, MD
  Nashville, TN
Shubhayan Sanatani, MD
  Vancouver, BC
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  Morgantown, WV
Katherine Timothy
  Brigham City, UT
Jeffrey A. Towbin, MD
  Memphis, TN
John Triedman, MD
  Boston, MA
Martin Tristani-

Firouzi, MD
  Salt Lake City, UT

Victoria L. Vetter, MD
  Philadelphia, PA
Samuel Viskin, MD
  Tel Aviv, Israel
Arthur Wilde, MD
  Amsterdam, 

Netherlands
Raymond L. Woosley, 

MD/PhD
  Phoenix, AZ

Shelton School, Dallas jumpers during February 2020 Bryan Price Memorial Jump-a-thon 

Volunteer Fundraising Events

Virtual Events

Brittany’s Trees  Illinois  Tony Valene, Jim Guthrie, and Team

Heartoberfest   New York  Tolosky Family 

All for Al Illinois Bauer Family

Holiday Hoop Fest Georgia  Solana Family

Jumpathon Texas Shelton School

Rachel’s Race Wisconsin Lancour Family

Ryan Weidler Golf Tournament Pennsylvania O’Donnell, Weidler, Speece Families 

Super Lee Charity Golf Tournament  California Michael Harrington and Friends

Super Heart Bowl

Virtual Comedy Improv Night

Walk for the Beat
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