
Boston City Councillor Charles C. Yancey poses with doctors, 

patients, and advocates of sickle cell disease following a Boston City 

Council public hearing on June 6, 2013, investigating resources and 

services available to individuals suffering from sickle cell disease in 

Boston, Massachusetts. 
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Boston City Hall (June 9, 2013) – Boston City Councillor Charles C. Yancey hosted a public hearing on June 6, 2013 

to investigate resources and services available to individuals suffering from sickle cell disease in Boston, 

Massachusetts. 

  Sickle cell disease is an inherited disorder 

that affects hemoglobin, the molecule in red 

blood cells that delivers oxygen to cells 

throughout the body. Sickle cell disease, 

according to the Centers for Disease Control 

and Prevention, affects millions of people 

throughout the world and is the most 

common inherited blood disorder in the 

United States. 

  Several persons with sickle cell disease and 

representatives from hospitals and sickle cell 

support organizations testified during the 

Boston City Council hearing. 

  Reverend Ronald Stephenson, founder of 

the Greater Boston Sickle Cell Disease 

Association (GBSCDA), talked about his 20 

years witnessing devastation caused by 

sickle cell disease to patients and families. 

“They need services; they need to know they 

have access to good healthcare; they need to 

know they can have a good quality of life; and they need to know they are in a city that really cares for them,” 

Stephenson said.  

  Beatrice Teguia, secretary for the GBSCDA, said she was diagnosed with sickle cell at three-months-old by an 

American doctor who was a missionary in her homeland in Cameroon, Africa. Teguia said she learned to manage her 

disease through health conscious efforts pertaining to advances in medical treatment, proper diet, and regular exercise. 

But Teguia said there is a great need for sickle cell awareness in public schools, as well as programs to help decrease 

hospital visits and occurrences of complications. “We need more tools necessary to equip us to manage this chronic 

disease with the hopes of finding a cure in the near future. We want to be effective and play even more roles as 

members of society, and not just people who are considered disabled or on disability,” she said.   

  Laura Taylor, whose 19-year-old daughter has sickle cell disease, talked about her daughter’s bouts with blood 

transfusions, acute chest syndrome, strong pain medications, and emergency rooms visits. Taylor, a member of 

GBSCDA, mentioned various treatments undertaken in attempt to reduce her daughter’s pain, including acupuncture, 

meditation, chiropractory, massage therapy, and physical therapy. “My daughter lives with pain every single day,” she 

said. 

  Taylor’s daughter, Kelsey, said it’s difficult every day to be in pain. “People don’t understand. It’s a struggle every 

day to fight for my education and my dreams,” she said. 



  Michael Jacob, a 17-year-old who served as GBSCDA’s 2007/2008 Sickle Cell Poster Child, attended the hearing on 

crutches due to pain in his right leg. Jacob’s mother, who has been a member of the GBSCDA for over 15 years, 

testified that Michael, who was diagnosed with sickle cell at two-weeks-old, has been hospitalized more than 100 

times. “It makes me feel so proud that I took the evening off from work just to be here,” she said. 

  Councillor Yancey praised the testimony of those who have been affected by sickle cell disease and who have 

survived some of the worst pain imaginable. “We thank you for your courage, your commitment, and your willingness 

to join us. Many of you have become successful and very articulate leaders within your own communities,” he said. 

  Dima Hendricks, executive director of Miss Black USA Ambassador and former GBSCDA board member, said 

attending the hearing was a bitter-sweet moment. “I was told I would not make it to 18. I just celebrated my 31
st
 

birthday,” she said. Hendricks, former Miss Black Massachusetts, said she was diagnosed with sickle cell disease 

when she was six months old, and over the years she has experienced a stroke, gall bladder disease, blindness in one 

eye, and acute chest syndrome. Hendricks attributed her faith in God, her hematologists, and the GBSCDA for 

providing the support necessary for her to succeed. 

  Charles J. Homer, M.D., M.P.H., president and CEO of the National Initiative for Children’s Healthcare Quality, 

testified that many sickle cell patients are admitted into hospital emergency rooms due to severe pain. “For many, the 

treatment is slow, ineffective, and not respectful,” he said. 

  Other specialists who testified during the hearing included Dr. Barry S. Zuckerman, a pediatrician at Boston Medical 

Center; Dr. Huy Nguyen, medical director of the Boston Public Health Commission and a primary care pediatrician at 

the Dorchester House; and Reverend William Dickerson, senior pastor at the Greater Love Tabernacle in Dorchester. 

  Councillor Yancey vowed to sponsor a line item through the Boston Public Health Commission to obtain funding for 

sickle cell awareness, special hospital facilities for those experiencing a sickle cell crisis, and other actions to improve 

quality of life. He also commended doctors and advocates for participating in the hearing and for their labors of love. 

“I have a greater understanding now than before this hearing began as to why we have such dedicated professionals 

here,” he said.  
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