
                   

              

          

        

February 24, 2023 
 

Re: New York Senate Bill 1839 and Assembly Bill 6430 – Sickle Cell Disease Detection and Education Program   
 

For Your Consideration, 
 

Sickle cell is a hereditary and life-threatening disease that afflicts an estimated 100,000 people in the United States.  
New York State has one of the largest populations of sickle cell patients who suffer from the painful effects of the 
disease every day, leading to long-term damage to the heart, kidneys, brain, and eyes.   
 

We thank you for your continued support of rare, life-threatening, diseases and urge you to continue to use your 
position to advocate for those who need a strong voice in Albany.   
 

The undersigned organizations strongly support Senate Bill S1839 (Sanders) and Assembly Bill A6430 (Hyndman). 
This legislation will create the sickle cell disease detection and education program, an important step in the 
educating those with sickle cell and health care professionals. This legislation passed in 2022 but was unfortunately 
vetoed by the Governor who cited cost with this and several other bills that created educational programs. 
 

The bill would allow the Commissioner to make grants available to approved organizations and community-based 
organizations, establish an advisory council and require the Commissioner to submit an annual report. A Sickle cell 
disease detection and education program is crucial to protecting parents and children who are carriers of the trait. 
There are generations of affected people who are not aware that they are carriers of Sickle Cell Trait and could pass 
it on to their children. Education and screening to under-served populations is necessary to protect future 
generations of children in the United States.  If approved, a portion of the funds will be allocated to community-
based organizations like SCTPN to help educate and spread awareness to SCD community and those who love and 
care for them – an essential part of our mission.   
 

Sickle cell disease disproportionately impacts historically underserved communities.  The actual numbers of sickle 
patients are unknown as the disease has been historically ignored by the health care system and the medical 
research community since its discovery over 100 years ago. Patients with SCD suffer from painful crises that often 
send them to the Emergency Department as well as long-term damage to the heart, kidneys, brain, and eyes. 
Despite some medical advances in treating SCD, most patients require lifelong treatment, significant use of 
healthcare resources, and ultimately result in reduced life expectancy.  
 

Now more than ever we must address the needs of our communities of color. The chronic nature of sickle cell 
disease combined with the fact that these patients belong to an already underserved population means these they 
do not have the resources needed to access care. Systemic racism, unconscious bias, and the stigma associated with 
the diagnosis further drive health inequities within the sickle cell disease community. 
 

To continue this important work, we ask for $750,000 under S1839/A6430 to support our educational programs 
and, more importantly, our patients and their families.  
 

Please do not hesitate to contact me at gdavis@sctpn.net or by phone at (347) 385-8549 with any questions or 
comments. 
 



Respectfully, 
Teresa Ginger Davis  
President   
Sickle Cell/Thalassemia Patient Network 

The Sickle Cell Thalassemia Patient Network (SCTPN) is a federally approved 501(c) 3, local non-profit organization 
dedicated to improving the quality of life for individuals and families living with sickle cell disease, thalassemia and 
other inherited blood disorders through education, advocacy and support interactions. Our goal is to provide those 
living with SCD a chance to live healthier and more productive lives by diminishing the negative social, psychological, 
and economic impact these debilitative disorders have on our community. 

Co-Signers 

Molino & Merlene Sotillo, Sickle Cell Awareness Foundation Corp International 

Donnette Carroll, President Emeritus SCTPN 

Rita Bellevue, MD, Sickle Cell Advisory Consortium 

Caterina Minniti, MD, Director of Pediatrics, Montefiore MC, Albert Einstein College of Medicine 

Andrew Crouch, MD, Adolescent Medicine, Department of Pediatric Hematology, Montefiore MC 
Nancy Green, Columbia University Medical Center 

Kusum Viswanathan, MD, CMO One Brooklyn Health 
John Muthu, MD, Adult Hem/ONC Vernice Hopkins Sickle Cell Treatment Center Kings County Miren 
Blackwood, CSW, Sickle Cell Advisory Consortium 
Claudia Wilson, MD, Vernice Hopkins Sickle Cell Treatment Center Kings County Hospital 

Khalid Elbashir, MD, Vernice Hopkins Sickle Cell Treatment Center Kings County Hospital 
Thomas Moulton, MD, Hematologist/Oncologist 

Deepa Manwani, MD, Montefiore Medical Center 
Jenai Simon, RN, PRN, Montefiore Medical Center 

Kenneth Rivilin, MD, Director, Pediatric Hematology, Jacobi Hospital 

Keenan Bristol, President & CEO, Music Brings Life Inc. 
Keneasha Traynham-Cooper, District Leader 50th Assembly District, Brooklyn 

Corinne Hunter, CSW, Department of Pediatrics, Albany Medical Center 
Bob Graham, President, NYS Bleeding Disorders Coalition  

Jeremy Griffin, President, NYC Hemophilia Chapter 
Brendan Fay, Community Activist 

Vivian Okwuagwu, Secretary, SCTPN 
Erik Solomonson, Community Advocate 

Jacqueline Backer Davis, Director, Westchester Sickle Cell Outreach 

Cassandra Dobson, PhD, NP, RN, Lehman College, Westchester Sickle Cell Outreach 

Cheryl Cannon, Board Advisor, Westchester Sickle Cell Outreach 
Ashley Valentine, President Sick Cells 

Barry Watson, Phi Beta Sigma Fraternity Inc., Community Advocate 
Curtis Phillips, Dance4SickleCell 

Nu Omega Chi Fraternity Inc. 
Phi Sigma Chi Multicultural Fraternity Inc. 

Doris Polanco, Patient Advocate 

Tahsiika McClain, Amazon, Patient Advocate 
Jocelle Marius, Analyst, Goldman Sachs 

Bryant Daley, Samsung, Board Advisor, SCTPN 
Carol Flanigan, RN 



Makeda Davis-Barrett, Family Advocate 

Amen S. Adio, Family Advocate 
Lianna N. Davis, Caregiver/Family Advocate 

Adrianna Navarro, Family Advocate 
Christopher Benjamin, Family Advocate 

Deanna Navarro, Family Advocate 
Brianna Navarro, Family Advocate 

Crystal Blake, Family Advocate 

Tamara Adams, Consultant, UNTOLD Story LLC 
Adrianna Adams, UNTOLD Story LLC 

Brianna Wheathers, UNTOLD Story LLC 
Pragnya J. Dhamingari, Patient Advocate 

Ada Gonzales, Community Advocate, SCTPN 
Ana Ozuna, Community Health Worker, SCTPN 

Sabrina J. Lewis, Community Health Worker, SCTPN 

Adamma Ofoegbu, Advisory Board Recording Secretary, SCTPN 
Candice Deler, LMSW, President, Candice’s Sickle Cell Fund 

Caoulyn Baptiste, Community Advocate 
Adsugu Ofoegbu, Parent & Community Advocate 

A’Leaha Davis, Family Advocate 
Dorothy St. Jean, SCTPN 

Brian Quinn, Advisory Board Member, SCTPN 

Clotide Monguya, MD, MPH 
Geoffrey Stephen, Parent/Community Advocate 

Agustina Stephen, Parent/Community Advocate 

James Stephen, Caregiver/Community Advocate 

David Alexis, Caregiver & Community Advocate 
Francesca Alexis, SCD Warrior & Advocate 

Verna Ademu-John, LMSW, Advocate 

Davina Perez, NAACP 
Kevin Lawrence, NAACP 

Dianna Campbell, Rare Disease Advocate 
Fajr Ibraheem, Community Advocate 

Halima Heyward, Community Health Worker 
Wajida Heyward, Caregiver & Community Advocate 

Jeptha Watkis, Family Advocate 

Terry Watkis, Family Advocate 
Joi Watkis, Family Advocate 

Westley Watkis, Family Advocate 
Jeffrey T. Wilson, Community Advocate 

Lisa Wilkins, PhD, Community Advocate 
Lori McBroom, MBA, Family Advocate 

Louisa Torres, Family Advocate 
Dionibeth Torres-Sutherland, MBA, Family Advocate 

Melissa Severe, NYCDOH Community Advocate 

Nancy Brown-James, RN Community Advocate 
Ouo Ouo Pricemou, Community Health Worker 



Sharron Simmons, Community Advocate 

Fatim Mohammad, Caregiver & Community Advocate 
Valerie Malony, Community Advocate 

Wendy Navarro, Community Advocate 
YaoKhepra Wilson, Community Advocate 

Zaquane Cooper, Filmmaker, Community Advocate 
Michael Quarry, Producer, Community Advocate 

Agnes Nsofea, RN, MSN, BBA 

Aida Wilson, Past President, ENY Lions Club 
AJ Scott, Community Advocate 

Akimie Worrell, Community Health Worker, SCTPN 
Alex George, MD, PhD 

Alexander Gurman, Producer 
Amber Bailon, RN, Family Advocate 

Amber Ash’a, Community Advocate 

Leslie Stone, Community Advocate 
Anika Joseph, MS, Community Advocate 

Antholny Gobadia, MD, Hematologist 
Arhenis Orvalles, Community Advocate 

Chauncy Mudayh, Community Advocate, SCTPN 
Chevonna Johnson, Whitney E. Johnson Foundation 

Chrissy King Bryant, Brooklyn Mobile Tour 

Charlotte Johnson, Community Advocate 
Jocelyn Jeffries, Family Advocate 

Roosevelt Jeffries, Jr., Family Advocate 

Curtis Phillips, Dance4SickleCell 

Dan Johnson, Community Advocate 
Deloris Edwards, President Emeritus, SCDAA Connecticut 

Dina Valentin, Bronx Net 

Diane Stewart, Family Advocate 
Doris Foster, Community Advocate 

Charles Foster, Sr., Community Advocate 
Ernee Peppers, Author, Producer 

Mark Campbell, Producer 
LaQuita king, PhD, St. Peter’s Hospital, SCTPN Advisory Board Member 

Barry Watson, Phi Beta Sigma Fraternity Inc., SCTPN Advisory Board Member 

Crystal Rivas, Candice’s Sickle Cell Fund, Inc., Caregiver and Community Advocate 
Stephanie George, CEO, Time n Dezine, Advocate 
Jennel Osbourne, Jennel C. Osborne PhD, MPhil, MSNEd, RN, Assistant Professor, Long Island 
University Harriet Rothkopf Heilbrunn School of Nursing 

Fatima Perry, MSW, CHW, SCTPN 

Melinda Placide, Hatian American United for Progress 

Irene Van Eiker, Student, Medgar Evers College 

Jessica Arocho, Director, Community Engagement, Woodhull Hospital  

Stephen Ahyenim Botang, PharmD, RPh, Sickle Cell 101 

Nicolas Auture, Political Organizer, NYS Nurses Association 

Morgan Moore, HEALNY, Healthcare Equity Action League of NY 


