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I. INTRODUCTION
On September 20, 2023, the Committee on Hospitals, chaired by Council Member Mercedes Narcisse, and the Committee on Health, chaired by Council Member Lynn Schulman, will conduct a joint oversight hearing titled, “Evaluating Access to Sickle Cell Care in NYC.” The Committees will hear Proposed Introduction Number 968-A (Proposed Int. No. 968-A), in relation to a professional education program and public outreach campaign regarding sickle cell disease, sponsored by Council Member Narcisse, as well as Resolution Number 771 (Res. No. 771), supporting S1839A/A2609 and S1890/A2661, the Sickle Cell Treatment Act, also sponsored by Council Member Narcisse. Witnesses invited to testify include representatives from the Department of Health and Mental Hygiene (DOHMH), NYC Health + Hospitals (H+H), healthcare providers, advocates, and other interested members of the public.
II. BACKGROUND
1.  Sickle Cell Disease
Sickle Cell Disease (SCD) occurs when a person has two copies of a gene that cause the blood cells to be inflexible, sticky, and crescent- or sickle-shaped.[footnoteRef:2] For individuals with SCD, their blood can frequently get “stuck” when trying to flow through blood vessels, causing intense pain and other serious problems, like anemia and stroke.[footnoteRef:3] When a person only has one copy of the gene, they have Sickle Cell Trait (SCT).[footnoteRef:4] Most individuals with SCT are healthy, yet, in rare instances, some people with SCT will experience pain.[footnoteRef:5] When two people with SCT have children, each one of their children has a 25 percent chance of having SCD and a 50 percent chance of having SCT.[footnoteRef:6]  [2:  What is Sickle Cell Disease?, Centers for Disease Control, August 9, 2017, available at https://www.cdc.gov/ncbddd/sicklecell/facts.html.]  [3:  Id.]  [4:  Id.]  [5:  Id.]  [6:  Id.] 

In the United States, SCD is the most common inherited blood disorder.[footnoteRef:7] About 100,000 people in the U.S. are living with SCD, approximately 10 percent of which live in New York City.[footnoteRef:8] SCD is most common in individuals who have ancestors from Sub-Saharan Africa, South America, the Caribbean, Central America, the Middle East, and the Mediterranean.[footnoteRef:9] SCD occurs in one out of every 365 Black or African American births and one out of 16,300 Hispanic-American births.[footnoteRef:10] Many more people have SCT than SCD.[footnoteRef:11] SCT occurs in one out of every 13 Black or African American births.[footnoteRef:12] The last available data regarding SCD in New York is from 2008, and shows that out of the 197 babies born in New York State with SCD, 136 of their births occurred in New York City.[footnoteRef:13] This lack of widely-available data highlights the need for further funding and resources for research toward understanding and treating SCD and SCT.  [7:  The FDA Encourages New Treatment for Sickle Cell Disease, FDA, June 6, 2018, available at https://www.fda.gov/consumers/consumer-updates/fda-encourages-new-treatments-sickle-cell-disease]  [8:  B. Hosfelt, NY Support Lags for Sickle-cell Patients Facing Pain, Poor Treatment, Discrimination, City Limits, February 1, 2019, available at https://citylimits.org/2019/02/01/ny-support-lags-for-sickle-cell-patients-facing-pain-poor-treatment-discrimination/]  [9:  Data & Statistics on Sickle Cell Disease, CDC, August 9, 2017, available at https://www.cdc.gov/ncbddd/sicklecell/data.html]  [10:  Id. ]  [11:  Data & Statistics on Sickle Cell Disease, CDC, August 9, 2017, available at https://www.cdc.gov/ncbddd/sicklecell/data.html]  [12:  Id. ]  [13:  Sickle Cell Disease in New York, CDC, available at https://www.cdc.gov/ncbddd/sicklecell/documents/SCD_FS_NY.pdf.] 

2. Treatment & Prevention 
Currently, the only cure for SCD is an extremely risky bone marrow or stem cell transplant.[footnoteRef:14] There are also a few medications to help people, but they mainly treat symptoms of SCD rather than the underlying condition.[footnoteRef:15] SCD affects predominately minority communities, and advocates have long expressed concerns that health officials, researchers, and doctors overlook patients with SCD and the actual disease itself, likely in part as a result of conscious and unconscious bias.[footnoteRef:16] Although treatment can help people with SCD improve the quality of their lives, treatment can be inaccessible, particularly for those on public insurance, which could result in individuals utilizing urgent health care settings and delay preventative care and other necessary care for effective treatment.[footnoteRef:17] According to a New York Times article, about 90 percent of people with SCD are enrolled in Medicaid.[footnoteRef:18] [14:  What is Sickle Cell Disease?, CDC, August 9, 2017, available at https://www.cdc.gov/ncbddd/sicklecell/facts.html.]  [15:  Complications and Treatments of Sickle Cell Disease, CDC, June 12, 2019, available at https://www.cdc.gov/ncbddd/sicklecell/treatments.html.]  [16:  A.E. Carroll. Sickle Cell Disease Still Tends to Be Overlooked. New York Times. (August 5, 2019) available at https://www.nytimes.com/2019/08/05/upshot/sickle-cell-disease-overlooked.html]  [17:  Robinson, M Renee et al. “Insurance status as a sociodemographic risk factor for functional outcomes and health-related quality of life among youth with sickle cell disease.” Journal of pediatric hematology/oncology vol. 36,1 (2014): 51-6. doi:10.1097/MPH.0000000000000013. available at https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4418500/]  [18:  A.E. Carroll. Sickle Cell Disease Still Tends to Be Overlooked. New York Times. (August 5, 2019) available at https://www.nytimes.com/2019/08/05/upshot/sickle-cell-disease-overlooked.html] 

3. Barriers to Care
a. Limited specialized facilities & providers 
There is a long-recognized need for comprehensive SCD care, as reflected by the passage of the National Sickle Cell Disease Control Act in 1972.[footnoteRef:19] This Act led to a National Heart, Lung, and Blood Institute (NHLBI) initiative to create SCD centers with the triple directive of simultaneously undertaking research, providing comprehensive care, and fostering engagement with community-based organizations primarily focused on children.[footnoteRef:20] The NHLBI initiative was highly effective at reducing pediatric mortality through newborn screening and penicillin prophylaxis.[footnoteRef:21] However, funding was not sustained and the centers are no longer in operation.[footnoteRef:22] Although much of the pediatric care was absorbed by academic pediatric hematology centers, the same is not true for affected adults.[footnoteRef:23] [19:  Julie Kanter, Wally R. Smith, Payal C. Desai, Marsha Treadwell, Biree Andemariam, Jane Little, Diane Nugent, Susan Claster, Deepa G. Manwani, Judith Baker, John J. Strouse, Ifeyinwa Osunkwo, Rosalyn W. Stewart, Allison King, Lisa M. Shook, John D. Roberts, Sophie Lanzkron; Building access to care in adult sickle cell disease: defining models of care, essential components, and economic aspects. Blood Adv 2020; 4 (16): 3804–3813. doi: https://doi.org/10.1182/bloodadvances.2020001743.]  [20:  Id.]  [21:  Id.]  [22:  Id.]  [23:  Id.] 

Comprehensive care of SCD requires that individuals living with SCD have a continuous relationship with their healthcare providers.[footnoteRef:24] However, many patients are living in areas in which providers specializing in SCD care are unavailable.[footnoteRef:25] As a result, internists and primary care physicians have been left to provide the majority of SCD care in an acute pain-based or episodic illness-based model.[footnoteRef:26] These providers may have limited experience in the care of individuals with SCD and may not be aware of the latest SCD guidelines.[footnoteRef:27] In a survey of family physicians in the United States and Canada, only 20 percent said they feel comfortable treating patients with SCD.[footnoteRef:28]  Thus, without a comprehensive SCD care center, affected adults rely on acute care services, often resulting in poor clinical outcomes and a heavy psychological toll on the patient.[footnoteRef:29] By comparison, hemophilia and cystic fibrosis[footnoteRef:30] each affect fewer than half the number of persons in the United States than does SCD, and persons with the former benefit from more than 130 comprehensive treatment centers nationwide.[footnoteRef:31] These centers have multidisciplinary teams dedicated to improving health outcomes, providing quality care, and reducing costs and disparities in access to care for these patients.[footnoteRef:32] By contrast, as discussed above, specialized SCD health care providers with comprehensive expertise are scarce, particularly in low-income and rural communities with limited resources.[footnoteRef:33] Furthermore, in nonspecialized hospitals with few SCD patient populations, poor outcomes were reported, likely because of a lack of hematologists with SCD expertise.[footnoteRef:34] A survey of 30 pediatric SCD centers found that only 18 centers routinely transitioned their patients to a hematologist specializing in adults with SCD upon aging out of the pediatric care system.[footnoteRef:35] [24:  Id.]  [25:  Supra note 18.]  [26:  Id.]  [27:  National Heart, Lung, and Blood Institute (NHLBI). Evidence-Based Management of Sickle Cell Disease: Expert Panel Report, 2014. https://www.nhlbi.nih.gov/health-topics/all-publications-and-resources/evidence-based-management-sickle-cell-disease-expert-0. Accessed 28 January 2020.]  [28:  Begley S. In excruciating pain, sickle cell patients are shunted aside. STAT (https://www.statnews.com/2017/09/18/sickle-cell-pain-treatment/). 18 September 2017. Accessed 27 January 2020; Mainous AG III, Tanner RJ, Harle CA, Baker R, Shokar NK, Hulihan MM. Attitudes toward management of sickle cell disease and its complications: a national survey of academic family physicians. Anemia. 2015;2015:853835.]  [29:  Kanter J, Kruse-Jarres R. Management of sickle cell disease from childhood through adulthood. Blood Rev. 2013;27(6):279-287.]  [30:  Cystic fibrosis is a common genetic disease within the white population in the United States. The disease occurs in 1 in 2,500 to 3,500 white newborns. Cystic fibrosis is less common in other ethnic groups, affecting about 1 in 17,000 African Americans and 1 in 31,000 Asian Americans. National Library of Medicine: MedlinePlus, “Cystic fibrosis” (Jul. 6, 2021), available at https://medlineplus.gov/genetics/condition/cystic-fibrosis/#frequency. ]  [31:  Hemophilia Federation of America. Hemophilia A., (accessed April 2, 2019.), available at https://www.hemophiliafed.org/understanding-bleeding-disorders/what-is-hemophilia/hemophilia-a. ]  [32:  Cystic Fibrosis Foundation. 2016 Patient Registry Annual Data Report. Bethesda, MD: Cystic Fibrosis Foundation Patient Registry; 2017.]  [33:  Raphael JL, Dietrich CL, Whitmire D, Mahoney DH, Mueller BU, Giardino AP. Healthcare utilization and expenditures for low income children with sickle cell disease. Pediatr Blood Cancer. 2009;52(2):263–267. doi:10.1002/pbc.21781; Kanter J, Kruse-Jarres R. Management of sickle cell disease from childhood through adulthood. Blood Rev. 2013;27(6):279–287. doi:10.1016/j.bire.2013.09.001; American Society of Hematology. State of Sickle Cell Disease: 2016 Report. Washington, DC: American Society of Hematology; 2016. http://www.scdcoalition.org/pdfs/ASH%20State%20of%20Sickle%20Cell%20Disease%202016%20Report.pdf. Accessed August 1, 2019; Centers for Disease Control and Prevention. Sickle cell disease (SCD) national resource directory. https://www.cdc.gov/ncbddd/sicklecell/map/map-nationalresourcedirectory.html. Updated June 19, 2017. Accessed May 16, 2018.]  [34:  McCavit TL, Lin H, Zhang S, Ahn C, Quinn CT, and Flores G., Hospital volume, hospital teaching status, patient socioeconomic status, and outcomes in patients hospitalized with sickle cell disease. Am J Hematol. 2011;86(4):377–380. doi:10.1002/ajh.21977. ]  [35:  Sobota A, Neufeld EJ, Sprinz P, and Heeney MM. Transition from pediatric to adult care for sickle cell disease: results of a survey of pediatric providers. Am J Hematol. 2011;86(6):512–515. doi:10.1002/ajh.22016] 

The benefits of specialized adult SCD programs include better health outcomes, such as fewer acute care visits and hospitalizations.[footnoteRef:36] Specialized care has been shown to improve quality of life and result in greater cost-effectiveness as compared with episodic, emergency department (ED)-based care.[footnoteRef:37] Patients with SCD treated at SCD centers use ED and inpatient facilities less frequently, have decreased health care costs overall, and are more likely to be prescribed hydroxyurea, which has been demonstrated to improve psychosocial outcomes including health-related quality of life.[footnoteRef:38] [36:  Supra note 18.]  [37:  Lanzkron S., Carroll C.P., Hill P., David M., Paul N., Haywood C. Jr.. Impact of a dedicated infusion clinic for acute management of adults with sickle cell pain crisis. Am J Hematol. 2015;90(5):376-380; Basishvili G, Gotesman J, Vandervoort K, Jacobs C, Vattappally L, Minniti CP. Comprehensive management reduces incidence and mortality of acute chest syndrome in patients with sickle cell disease. Am J Hematol. 2018;93(3):E64-E67; DeBaun MR. The challenge of creating an evidence-based guideline for sickle cell disease. JAMA. 2014;312(10):1004-1005; Koch KL, Karafin MS, Simpson P, Field JJ. Intensive management of high-utilizing adults with sickle cell disease lowers admissions. Am J Hematol. 2015;90(3):215-219.]  [38:  Id.] 

b. Cost 
A 2023 study of individuals with SCD in the United States found that lifetime total costs attributable to SCD for ages 0 to 64 years were $1.6 million for females and $1.7 million for males.[footnoteRef:39] SCD-attributable lifetime out-of-pocket costs were $42,395 for females and $45,091 for males, representing 2.6 percent and 2.7 of total costs, respectively.[footnoteRef:40] Lifetime total medical costs and out-of-pocket costs were 907 percent and 285 percent higher for individuals with SCD than for non-SCD-impacted individuals, respectively.[footnoteRef:41] Research has found that people living with SCD had more medical appointments, more urgent care and emergency medical visits, and more prescriptions compared to people without the disease.[footnoteRef:42] [39:  Kate M. Johnson, Boshen Jiao, Scott D. Ramsey, M. A. Bender, Beth Devine, and Anirban Basu, Lifetime medical costs attributable to sickle cell disease among nonelderly individuals with commercial insurance. Blood Adv 2023; 7 (3): 365–374. doi: https://doi.org/10.1182/bloodadvances.2021006281.]  [40:  Id.]  [41:  Id.]  [42:  Id.] 

This cost burden extends to the cost for state governments. Medicaid plays a substantial role in covering the cost of care for patients with SCD.[footnoteRef:43] Medicaid nationwide covered 66 percent of sickle cell disease hospitalizations in 2004 and 58 percent of emergency department visits for the disease between 1999 and 2007.[footnoteRef:44] Medicaid enrollees with SCD show substantial utilization of hospital-based care, including inpatient stays and outpatient emergency department visits.[footnoteRef:45] They also have high utilizations of prescription opioids and other outpatient drugs.[footnoteRef:46] The cost per individual is high, as average Medicaid spending for enrollees with SCD can be more than five times the average for all Medicaid enrollees in a state.[footnoteRef:47] Despite high utilization of available health care services, mortality for SCD enrollees can be more than nine times the age-adjusted population average, pointing to inefficiencies and ineffectiveness in the types of care provided.[footnoteRef:48]  [43:  Yusuf HR, Atrash HK, Grosse SD, Parker CS, and Grant AM. Emergency department visits made by patients with sickle cell disease: a descriptive study, 1999–2007. American journal of preventive medicine. U.S. National Library of Medicine; 2010, available at https://www.ncbi.nlm.nih.gov/pubmed/20331955.]  [44:  Id.]  [45:  Grady, A., Fiori, A., Patel, D., & Nysenbaum, J. (n.d.). Profile of medicaid enrollees with sickle cell disease: A high need, high cost population. PLOS ONE, available at https://journals.plos.org/plosone/article?id=10.1371%2Fjournal.pone.0257796.]  [46:  Id.]  [47:  Id.]  [48:  Id.] 

As of 2019, SCD was the most expensive disease for New York State Medicaid.[footnoteRef:49] New York State spends $15,000 per patient each year, almost 50 percent more than that of HIV care.[footnoteRef:50] [49:  Hosfelt, Bailey, NY Support Lags for Sickle-Cell Patients Facing Pain, Poor Treatment, Discrimination (City Limits, Feb. 1, 2019), available at https://citylimits.org/2019/02/01/ny-support-lags-for-sickle-cell-patients-facing-pain-poor-treatment-discrimination/#:~:text=Currently%2C%20sickle%2Dcell%20is%20the,than%20that%20of%20HIV%20care.]  [50:  Id.] 

c. Lack of Funding for Preventative Care and Outreach
Government actors have shown a lack of interest in funding for comprehensive care to help those with SCD.[footnoteRef:51] SCD is relatively rare, but other rarer diseases have gotten more attention.[footnoteRef:52] For example, in 2011, research for cystic fibrosis received 11 times more per-person funding from the National Institutes of Health (NIH) than SCD.[footnoteRef:53] The National spending for cystic fibrosis was 440 times that for SCD, and cystic fibrosis had more than twice as many peer-reviewed publications than SCD.[footnoteRef:54] Additionally, in 2011, the Food and Drug Administration (FDA) approved and released five medications for cystic fibrosis, while there were no new drugs for SCD.[footnoteRef:55] Since the FDA’s first drug approval for SCD in 1998, there have only been two other drug approvals for SCD, both of which occurred in 2017.[footnoteRef:56] [51:  A.E. Carroll. Sickle Cell Disease Still Tends to Be Overlooked. New York Times. (August 5, 2019) available at https://www.nytimes.com/2019/08/05/upshot/sickle-cell-disease-overlooked.html]  [52:  Id. ]  [53: 48 Id.]  [54:  Id. ]  [55:  Id. ]  [56:  The FDA Encourages New Treatment for Sickle Cell Disease, FDA, June 6, 2018, available at https://www.fda.gov/consumers/consumer-updates/fda-encourages-new-treatments-sickle-cell-disease] 

New York State (NYS) Department of Health’s (DOH) website has a page dedicated to providing information on health topics. Cystic fibrosis and amyotrophic lateral sclerosis (ALS or Lou Gehrig’s disease), both diseases that predominately affect white populations,[footnoteRef:57] have pages dedicated to providing the public with information and resources.[footnoteRef:58] These diseases are even rarer than SCD. About 30,000 people nationwide suffer from cystic fibrosis.[footnoteRef:59] Another 30,000 people in the U.S. have ALS.[footnoteRef:60] Although SCD affects more New Yorkers than these two diseases, there is no informational page on DOH’s website.[footnoteRef:61]   [57:  Rechtman, L. et al., Racial and ethnic differences among amyotrophic lateral sclerosis cases in the United States, Amyotrophic lateral sclerosis & frontotemporal degeneration, vol. 16,1-2 (2015): 65-71, doi:10.3109/21678421.2014.971813, available at https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4389704/; Health Topics A to Z, New York State Department of Health, June 2019, available at https://www.health.ny.gov/healthaz/]  [58: 53 Health Topics A to Z, New York State Department of Health, June 2019, available at https://www.health.ny.gov/healthaz/. ]  [59:  About Cystic Fibrosis, Cystic Fibrosis Foundation, available at https://www.cff.org/What-is-CF/About-Cystic-Fibrosis/]  [60:  ALS (Lou Gehrig’s Disease), New York State Department of Health, March 2012, available at https://www.health.ny.gov/diseases/chronic/als/]  [61:  Health Topics A to Z, New York State Department of Health, June 2019, available at https://www.health.ny.gov/healthaz/] 

4. History of Medical Discrimination
The lack of funding for SCD research and treatment is compounded by a history of discrimination in healthcare access. Nationwide, hospitals that primarily offer care to Black and Latino populations are underfunded.[footnoteRef:62] This is especially of note when an overwhelming majority of SCD patients are Black or Hispanic, and even more so when Black SCD patients are 95 percent more likely to experience a pain crisis related to their SCD. [footnoteRef:63] In addition to disparities in funding, the painful history of medical experimentation and discrimination has resulted in widespread skepticism of the current health care systems, which continues to be exacerbated by other institutional disparities.[footnoteRef:64] Racial inequities in safe housing, employment, high-quality education, and financial security all affect the quality of and access to health care.[footnoteRef:65] Additionally, inaccurate and harmful tropes that Black individuals have a higher pain tolerance are still common among health care practitioners, as are unfounded accusations that Black patients are feigning pain or seeking drugs.[footnoteRef:66] These misconceptions are upheld by the continued underrepresentation of Black, Latino, and Indigenous practitioners in the medical field, and further the deep mistrust and lack of satisfaction with the state of equity in medical care in this nation.[footnoteRef:67] In order to provide adequate services for our city’s SCD patients, it is crucial that the health care system is focused on removing these barriers to equitable, high-quality medical care.[footnoteRef:68]  [62:  Nuriddin et. al.]  [63:  Akriti Pokhrel, Adreniran Olayemi, Stephanie Ogbonda, Kiron Nair, and Jen Chin Wang, Racial and ethnic differences in sickle cell disease within the United States: From demographics to outcomes, (February 12, 2023), available at https://pubmed.ncbi.nlm.nih.gov/36710488/.]  [64:  Centers for Disease Control and Prevention, Racism and Health, (August 16, 2023), available at https://www.cdc.gov/minorityhealth/racism-disparities/index.html.]  [65:  Id.]  [66:  Alexandra Power-Hays and Patrick T. McGann, When Actions Speak Louder Than Words – Racism and Sickle Cell Disease (November 12, 2020), available at https://www.nejm.org/doi/full/10.1056/NEJMp2022125.]  [67:  The AMA’s strategic plan to embed raical justice and advance health equity, American Medical Association, available at https://www.ama-assn.org/about/leadership/ama-s-strategic-plan-embed-racial-justice-and-advance-health-equity.]  [68:  Centers for Disease Control and Prevention, Racism and Health, (August 16, 2023), available at https://www.cdc.gov/minorityhealth/racism-disparities/index.html.] 

As mentioned above, racial discrimination and disparaging attitudes toward patients of color have facilitated distrust in the healthcare system, which is further perpetuated by a lack of representation in healthcare providers.[footnoteRef:69] In an effort to reverse this troubling trend, the American Medical Association (AMA) has published a strategic three-year approach that aims to increase accountability and advance health equity.[footnoteRef:70] The strategies included in this initiative include: an educational component that embeds racial and social justice into policies and work cultures; allying with and uplifting historically marginalized physicians and other stakeholders; increasing opportunities for those who have faced substantial barriers; ensuring equitable funding and research into determinants of health; and fostering pathways for racial healing and transformation from past unjust practices.[footnoteRef:71] With these AMA goals in mind, New York City’s health system can make strides toward building trust by investing in marginalized and underserved communities and recruiting a medical practitioner field that is representative of our diverse population.  [69:  The AMA’s strategic plan to embed raical justice and advance health equity, American Medical Association, available at https://www.ama-assn.org/about/leadership/ama-s-strategic-plan-embed-racial-justice-and-advance-health-equity.]  [70:  Id. ]  [71:  Id.] 

5.  Healthcare Facilities in New York State and New York City
There are several healthcare facilities in NYS and New York City (NYC) that specialize in care for SCD. NYC Health + Hospitals provides advanced sickle cell disease care at 3 of their hospitals: NYC H+H/Harlem, NYC H+H/Kings County, and NYC H+H/Queens.[footnoteRef:72] The Harlem location is a designated Comprehensive Sickle Cell Center, and offers pediatric services, prenatal diagnosis, transfusion, and social services as well as genetic counseling.[footnoteRef:73] [72:  Sickle Cell Disease Treatment, New York City Health + Hospitals, available at https://www.nychealthandhospitals.org/services/sickle-cell-disease.]  [73:  Id.] 

New York-Presbyterian Brooklyn Methodist Hospital provides care for children, teenagers, and adults with SCD, and offers a range of FDA-approved medical treatments, stem cell transplantation (bone marrow transplant), and clinical trial therapies, such as gene therapy.[footnoteRef:74] Through their alliance with New York-Presbyterian’s Dalio Center for Health Justice, adolescent patients work with “transition navigators” to prepare for adult SCD care.[footnoteRef:75]  [74:  Sickle Cell Disease Program, NewYork-Presbyterian, available at https://www.nyp.org/brooklyn/pediatric-services/pediatric-sickle-cell-and-thalassemia-diseases. ]  [75:  Id. ] 

Mount Sinai Hospital’s Manhattan Comprehensive Sickle Cell Center offers inclusive sickle cell care, and a large number of patients participate in cutting-edge clinical trials.[footnoteRef:76] The hospital’s laboratory-based research programs offer patients the chance to participate in research activities to help find cures for the disease.[footnoteRef:77] Medical teams include dedicated physicians, advanced practice providers, and social workers who specialize in sickle cell diseases.[footnoteRef:78]  [76:  Sickle Cell Disease and Hemoglobinopathies, Mount Sinai, available at https://www.mountsinai.org/patient-care/service-areas/medicine/areas-of-care/sickle-cell-disease-and-hemoglobinopathies.]  [77:  Id.]  [78:  Id. ] 

Montefiore Medical Center offers two sickle cell treatment programs; Montefiore Sickle Cell Center for Adults (SCCA) in the Hematology division, and the Sickle Cell Disease Program housed in the Children’s Hospital at Montefiore.[footnoteRef:79] The SCCA employs physicians, nurse practitioners, and social workers to help sickle cell patients manage their medical and social service needs.[footnoteRef:80] The Children’s Hospital’s Sickle Cell Disease Program offers multimodal individualized care to their child patients through a team of hematologists, pain specialists, nurses, social workers, psychologists and child life therapists.[footnoteRef:81]  [79:  Blood (Hematology), Montefiore, available at https://www.montefiore.org/hematology; Sickle Cell Disease Program, Children’s Hospital at Montefiore, available at https://www.cham.org/specialties-and-programs/pediatric-hematology-oncology-and-cellular-therapy/services-programs/sickle-cell-disease-program/our-team#:~:text=The%20pediatric%20and%20adult%20SCD,and%20Janine%20Keenan%2C%20Research%20CPNP.]  [80:  Blood (Hematology), Montefiore, available at https://www.montefiore.org/hematology]  [81:  Sickle Cell Disease Program, Children’s Hospital at Montefiore, available at https://www.cham.org/specialties-and-programs/pediatric-hematology-oncology-and-cellular-therapy/services-programs/sickle-cell-disease-program/our-team#:~:text=The%20pediatric%20and%20adult%20SCD,and%20Janine%20Keenan%2C%20Research%20CPNP.
 Blood (Hematology), Montefiore, available at https://www.montefiore.org/hematology
 Sickle Cell Disease in Children, NYU Langone Health, available at https://nyulangone.org/conditions] 

Medical experts at Hassenfeld Children’s Hospital at NYU Langone provide family-centered, comprehensive care for children with SCD.[footnoteRef:82] A team of experts – including blood, brain, and lung specialists, as well as genetic counselors, physical and occupational therapists, social workers, and psychologists – cares for children with SCD and their families.[footnoteRef:83]  [82:  Sickle Cell Disease in Children, NYU Langone Health, available at https://nyulangone.org/conditions/sickle-cell-disease-in-children.]  [83:  Id.] 

The Pediatric Sickle Cell Disease Program at Columbia Doctors provides care for children and adolescents with sickle cell disease.[footnoteRef:84] The program is currently studying approaches to improve symptom control and to cure the disease.[footnoteRef:85] Columbia University Irving Medical Center is one of the few centers in the world participating in gene therapy clinical trials for SCD; Monica Bhatia, MD, director of Columbia’s Pediatric Stem Cell Transplant Program, is participating in a trial evaluating gene editing.[footnoteRef:86]  [84:  Experimental Gene Therapy Reverses Sickle Cell Disease for Yours, Columbia University Irving Medical Center, December 2021, available at https://www.cuimc.columbia.edu/news/experimental-gene-therapy-reverses-sickle-cell-disease-years; Sickle Cell Disease, Columbia University Irving Medical Center, available at https://www.columbiadoctors.org/childrens-health/pediatric-specialties/cancer-blood-disorders/our-services/sickle-cell-disease.]  [85:  Experimental Gene Therapy Reverses Sickle Cell Disease for Yours, Columbia University Irving Medical Center, December 2021, available at https://www.cuimc.columbia.edu/news/experimental-gene-therapy-reverses-sickle-cell-disease-years; Sickle Cell Disease, Columbia University Irving Medical Center, available at https://www.columbiadoctors.org/childrens-health/pediatric-specialties/cancer-blood-disorders/our-services/sickle-cell-disease.]  [86:  Clinical Trial Begins for Promising Sickle Cell Gene Editing Treatment, Columbia University Department of Pediatrics, October 2020, https://www.pediatrics.columbia.edu/news/clinical-trial-begins-promising-sickle-cell-gene-editing-treatment; Hematology, Oncology, and Stem Cell Transplantation, Columbia University Department of Pediatrics, available at https://www.pediatrics.columbia.edu/about-us/divisions/hematology-oncology-and-stem-cell-transplantation. ] 

These facilities and others offer a multidisciplinary approach to care, including access to physicians from every medical specialty to manage the complications associated with SCD. 
III. LEGISLATIVE ANALYSIS
a. Proposed Int. No. 968-A
[bookmark: _Int_qcwIWhKK]This bill would require DOHMH to develop a professional education program regarding SCD and to establish a SCD genetic screening program, in consultation with H+H. The professional education program and genetic screening program would include cultural sensitivity training that would be conducted with a particular emphasis on how the history of medical discrimination and race-based medical experimentation continues to affect patients’ decision-making. This bill would also require DOHMH to develop a public education and outreach campaign regarding SCD and the available detection, management, and treatment programs. The education and outreach campaign would include: information on the prevalence of SCD in certain communities; common signs and symptoms of SCD; testing options; available resources for treating and managing a sickle-cell diagnosis; and information about the genetic screening program.    
IV. CONCLUSION
The Committees on Hospitals and Health look forward to learning more about sickle cell prevention efforts, outreach services, and treatment options provided by the City, as well as exploring strategies to improve such services, bolster educational efforts regarding sickle cell and increase the provision of adequate and culturally competent care to individuals managing and treating a sickle cell diagnosis. In addition, the Committees are interested to learn further about the challenges that patients of color face in receiving healthcare and to hear any recommendations for legislation and policy to address such challenges.


Proposed Int. No. 968-A

By Council Members Narcisse, Louis, Velázquez, Richardson Jordan, Yeger, Schulman, Hudson, Ung, Abreu, Riley, Lee, Gutiérrez, Gennaro, Brooks-Powers, Won and the Public Advocate (Mr. Williams) (by request of the Manhattan Borough President)

..Title
A Local Law to amend the administrative code of the city of New York, in relation to a professional education program and public outreach campaign regarding sickle cell disease
..Body

Be it enacted by the Council as follows:


2

1

	Section 1. Chapter 1 of title 17 of the administrative code of the city of New York is amended by adding a new section 17-199.23 to read as follows:
	§ 17-199.23 Sickle cell disease programs. a. Professional education program. The department shall, in consultation with the New York city health and hospitals corporation, develop a sickle cell disease professional education program that focuses on detection through genetic screening prior to conceiving, management, and treatment of sickle cell disease, and that also includes cultural sensitivity training that provides education on the history of medical discrimination and race-based medical experimentation, and how such discrimination has and continues to affect patients and their medical decision-making. The department shall make such program available to all medical professionals employed in the city at least twice per year.
	b. Genetic screening program. The department shall, in consultation with the New York city health and hospitals corporation, establish a sickle cell disease genetic screening program that provides free genetic screening to individuals who fall into an at-risk population, are considering conceiving, or for whom such genetic screening is medically appropriate or recommended. All individuals responsible for administering such genetic screening program shall receive cultural sensitivity training that includes, at a minimum, education on the history of medical discrimination and race-based medical experimentation, and how such discrimination has and continues to affect patients and their medical decision-making. 
	c. Education and outreach. The department shall establish and implement an education and outreach program for the general public to increase awareness of resources related to sickle cell disease. Such program must at minimum include the following information:
	1. The prevalence of sickle cell disease in certain communities;
	2. The common signs and symptoms of sickle cell disease;
	3. How to get tested for sickle cell disease;
	4. Resources available to manage and treat sickle cell disease; and
	5. Information about the genetic screening program established by subdivision b of this section, including the locations and hours that screenings will be administered. 
	d. Online publication of materials. The commissioner shall make any educational materials produced pursuant to subdivision c of this section available on the department’s website in English and the designated citywide languages as defined in section 23-1101.
§ 2. This local law takes effect 120 days after it becomes law. 
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Res. No. 771

Resolution calling on New York State Legislature to pass, and the Governor to sign, S1839A/ A2609 and S1890/A2661, the Sickle Cell Treatment Act

By Council Members Narcisse, Stevens, Gutiérrez, Louis, Lee, Schulman and Hanif

Whereas, Sickle cell disease (SCD) is a group of inherited conditions characterized by abnormal hemoglobin, which could deform or rapture red blood cells leading to chronic pain, stroke, vulnerability to infections, pulmonary hypertension, vision loss, organ damage, and an accumulation of serious health complications including premature death; and 
Whereas, SCD affects millions of people throughout the world and disproportionately affects individuals of African, Mediterranean, Middle Eastern, South Asian, and Central and South American descent; and
Whereas, According to the Centers for Disease Control and Prevention (CDC), SCD affects approximately 100,000 Americans, 10% of whom live in New York State (NYS); and 
Whereas, In 2008, the CDC conducted a report on SCD in NYS, and found that SCD occurs among approximately 1 out of every 1,259 births, 1 out of every 260 Black or African-American births, 1 out of every 10,209 white births, and 1 out of every 2,714 Hispanic-American births; and
Whereas, Per the CDC report, approximately 80% of individuals diagnosed with SCD in NYS lived in New York City (NYC) and 76% of newborns with SCD are born in NYC; and 
Whereas, Of the 197 babies born with SCD in NYS in 2008, the last time when such data was publicly reported, 80% of these babies were Black or African American, 8% white, 11% Hispanics-Americans, and 3% other or unknown race; and 
Whereas, Many suffering from SCD die at an age that is younger than the average lifespan, such as in NYS, where only 14% of individuals diagnosed with SCD lived past the age of 51 years; and
Whereas, Bone marrow or stem cell transplant is the only FDA-approved cure available to individuals suffering from SCD—and it is both an extremely risky and expensive procedure that many cannot afford or qualify for; and 
Whereas, Persons with sickle cell trait (SCT) are carriers of the sickle cell gene who have inherited the normal hemoglobin gene from one parent and the sickle cell gene from the other parent; and
Whereas, Approximately 3 million Americans have SCT; and
Whereas, When both parents have SCT, there is a 1 in 4 chance with each pregnancy that the child will be born with SCD; and
Whereas, Most people with SCT do not have any symptoms of SCD, however, in rare cases, people with SCT might experience complications of SCD; and
Whereas, Both SCT and SCD can be detected before birth or at birth through screening tests and can be managed with comprehensive care and preventive measures; and
Whereas, However, in NYS, Hospitals only began testing for SCT and SCD in 2006, which means that an entire generation born before this time could be unaware of whether they are an SCD or SCT carrier; and 
Whereas, According to the CDC, 1 in 13 Black or African American babies is born with SCT, highlighting the immediate need for early detection and education; and 
Whereas, The CDC states that SCD is a major public health concern with life-threatening complications that can develop rapidly and worsen as patients age; and
Whereas, Given the complexity, seriousness, and cost of SCD, patients and physicians often struggle to care for the symptoms and health complications caused by SCD; and  
Whereas, SCD requires specialized, comprehensive and continuous care to achieve the best possible outcomes; and
Whereas, Newborn, prenatal, and preconception screening, genetic counseling, and education of patients, family members, schools, and health care providers are critical preventative measures; and
Whereas, To address these issues, NYS Senator James Sander Jr. and Assemblywoman Alicia L. Hyndman have introduced S1890/A2661, known as the Sickle Cell Treatment Act, and S1839A/A2609; and 
Whereas, S1839A/A2609 aims to establish a sickle cell disease detection and education program within the NYS Department of Health to provide information and resources to individuals with SCD, their families, health care providers, and the general public; and
Whereas, The Sickle Cell Treatment Act, if passed, would establish 5 sickle cells centers of excellence and 10 outpatient treatment centers, staffed by specialists dedicated to serving SCD patients; and
Whereas, Together, these two bills would help increase awareness, knowledge, and understanding of SCD and its complications while improving access to quality prevention, care, and treatment, thereby reducing health disparities, complications, and mortality associated with SCD; now, therefore, be it
Resolved, That the Council of the City of New York calls on New York State Legislature to pass, and the Governor to sign, S1839A/A2609 and S1890/A2661, the Sickle Cell Treatment Act.
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