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Introduction
• Public Health Surveillance activity in Nevada - How many people 

living with sickle cell diseases? ~ 500-600.  Majority resides in 
Southern Nevada.

• The state offers care for most children living with this disease: Cure 
4 the Kids Foundation: Sickle Cell Disease Treatment Center 
providing comprehensive care for children (and some young adults).

• There is a major gap in quality of care, leading to an increase in 
morbidity and mortality as youth with SCD transition out of pediatric 
into adult care. 

• Most adults in the state are seen more often in emergency care 
settings than primary care.



Introduction
• There is also a lack of awareness about SCD within the community, 

workplace and schools that leads to misunderstandings and unfair 
treatment of those living with the disease. 

• What is the data on the prevalence of sickle cell trait (SCT) in 
Nevada?  How many Nevadan may be unaware of their status as 
carriers, which confers increased likelihood of having offspring with 
SCD if the other parent also carries SCT or other significant Hgb 
Trait. 

• Additionally, although serious health effects related to SCT are rare, 
it is important for those with SCT to be educated about such 
impacts.



Building a Sickle Cell Program in 
Nevada

• Prior to 2014:
• No comprehensive sickle cell center or a medical home for our 

patients.  Most acute care in the ED, hospitals. Blood 
transfusions at multiple hospitals

• No community outreach programs

• No initiative to educate other providers in the community

• There was a sickle cell support group that was not very active, 
and no patient education programs or patient advocacy groups. 

• No Transition Program



Building a Sickle Cell Program in 
Nevada

• Establish a Sickle Cell Treatment Center:

– Comprehensive Sickle Cell Disease Clinic

– Improved access to acute care: pain and fever management.

– Develop outpatient transfusion and apheresis program in one site.

– Research/clinical trial: Minimum Data Set, Pharma, QI Projects

– Hydroxyurea: education and increase prescription.

• Newborn screening and counseling:

– All babies born with a probable hemoglobinopathy are referred to our clinic 
for patient/family counseling.

• Community Outreach and Education: Family Educational Evening, etc

• Provider Outreach and Education: Grand Rounds, Invited Speakers, CME, 
Sickle Cell Symposium

• Transition Program





.



Nevada State
Sickle Cell Action Plan

• Increase Education and Awareness

• Advocacy and Training

• Address Gaps in Care

• Assure Timely and Complete Transition to Adult Care

• Prioritize Sickle Cell in the state of Nevada

• Address social and external factors that impact health and health 
outcomes

• Improve access to sickle cell care based on expert guidelines 
across the lifespan.
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Community Based Organizations

• DreamSickle Kids Foundation #MakeSickleCellPopular
– https://dreamsicklekids.org
– Founder/Executive Director: Georgene Glass

• Sickled Not Broken Foundation of NV
– https://www.sicklednotbroken.org
– Founder/President: Linetta Barnes, BSN, RN

• Adult Sickle Cell Foundation of Nevada
– https://ascdfofnv.org
– Founder: Pamela White



Increase Education and Awareness
• Strategy 1: Increase Sickle Cell Trait and Sickle Cell Disease 

Education.
• Strategy 2: Raise public awareness about SCT and SCD 

through coordinated activities.
• Strategy 3: Statewide Patient Education.
• Strategy 4: Educate Health Professionals.

• Partner with CBOs:

– Partner with CBOs to increase awareness through social media, support 
groups, events, etc

– Coordinate Patient and Family Educational Evenings with CBOs.  They spread 
the word, help with transportations, call the patients and families to invite and 
confirm attendance. They move the community.

– DreamSickle is VERY active in social media, events, media: tv, radio, etc
making sickle cell disease popular

– They work with other non-profit organizations eg Black Nurses Rocks, NORD, 
Sickle Cell Community Consortium, Foundation Alliance, etc





Assure Timely and Complete 
Transition to Adult Care

• Strategy 1. Increase access to knowledgeable, quality care 
for adults with SCD

• Strategy 2. Provide training and support to adolescents and 
young adults to increase self-efficacy

• Strategy 3. Increase access to and uptake of trait testing 
and genetic counseling

• Partner with CBO:
– Sickled Not Broken Foundation: Transition Program
– Encouraging teenage patients to attend Camp Crescent 

Moon with Sickle Cell Disease Foundation of California





Advocacy and Training
• Strategy 1: Increase Capacity for Advocacy.
• Strategy 2: Advocate on State Action Plan.
• Strategy 3: Increase Advocacy in Key Areas.
• Strategy 4: Prioritizing Sickle Cell Disease in the state of 

Nevada

• Partner with CBOs:
– Increase capacity for self-advocacy and empowerment 

among people living with SCD and their families and 
advocates. Increase effective SCD advocacy, overall.

– Advocate for decision makers – legislators, state agencies 
and hospital and health care leaders – to support and 
implement Action Plan policy goals. OUR LATEST 
VICTORY: AB254 SICKLE CELL BILL

– Increase effective advocacy on SCD, especially in the key 
areas of 1) availability of trait testing and follow up, 2) 
better transition to adult care; 3) protecting student civil 
rights; and 4) the effect of opioid legislation on SCD.



AB 254 Summary

• Requires Nevada’s Chief Medical Officer to establish and 
maintain a system for reporting sickle cell disease and its 
variants; also authorizes administrative penalties for failing to 
report certain information.

• Requires testing newborns for the presence of sickle cell 
disease and its variants; allows for parents to be tested at 
same time.

• Requires Medicaid to cover certain supplements 
recommended by the Pharmacy and Therapeutics Committee 
which can be helpful to sickle cell patients.

• Requires a health insurer to include coverage for certain 
prescription drugs and services for the treatment of sickle cell 
disease. (Transition plan from pediatrics to adulthood)

• Authorizes a prescription of certain controlled substances for 
the treatment of acute pain caused by sickle cell disease and 
its variants for a longer period than otherwise allowed.





Address Gaps in Care
• Strategy 1. Increase access to specialty care and rural care
• Strategy 2. Improve patient experiences and outcomes in acute care 

settings
• Strategy 3. Improve Pain Management
• Strategy 4. Increase access to mental health and psychosocial services
• Strategy 5. Create SCD Centers of Excellence: Pediatrics and Adults.
• Strategy 6. Improve access to sickle cell care based on expert 

guidelines across the lifespan.

• Partner with CBOs:
– Patient advocates – the bridge between patients and 

providers and institutions.  Especially patients from out of 
state that do not have a physician in town.

– Provide patient insight and opinions and relaying their 
experiences to the medical establishments.

– Act as a resource for patients.
– Next project: to meet with hospital EDs to discuss 

creating a ‘Pain Management Protocol Set’ using NHLBI 
and other guidelines 





Conclusion
• Sickle cell disease is a chronic disease that affects 

the patient and their families from birth through their 
lifespan.  

• Improving the lives of individuals living with sickle cell 
disease requires the collaboration of multiple 
organization.

• Community based organizations is critical in bridging 
the gap between the community and medical 
professionals.



Thank You
Nik F Abdul Rashid, MD
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Questions?
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