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Purpose: 
To modernize and secure the future of Nevada’s Newborn Screening (NBS) program by 
addressing outdated funding models, infrastructure limitations, and the expiration of 
federal funding.

Key Provisions:
•	 Aligns Nevada’s NBS program with national standards, including the Recommended 

Uniform Screening Panel (RUSP).

•	 Incorporates new life-saving screenings to detect and treat serious metabolic and 

genetic conditions.

•	 Revises NRS 442.008 to enhance financial sustainability and ensure long-term viability.

•	 Expands laboratory capacity to support increased screening and efficiency.

•	 Strengthens public health efforts by ensuring early detection and treatment of 

life-threatening conditions.

•	 Implements strategic funding adjustments, infrastructure development, and policy 

updates to sustain the program.

Impact:
•	 Safeguards Nevada’s newborn screening program for future generations.

•	 Ensures timely and effective screenings, reducing preventable harm to infants.

•	 Enhances the overall health and well-being of Nevada’s newborns and families.

Legislative Context for Nevada’s Newborn Screening Program:
•	 Current Funding - The NBS program is funded through birth registry fees set at $81, 

unchanged for over a decade.

•	 Inflation Impact - Annual inflation averages 2.6%, reducing the program’s real  

purchasing power.

•	 Loss of Grants - CDC grants ended in 2024, and ARPA funds will expire in 2026, creating 

financial strain.

•	 Need for Sustainable Funding - Without adjustments, the program cannot expand 

screenings in line with the Recommended Uniform Screening Panel (RUSP).

•	 Risk to Infants: Delayed screening leads to late diagnoses, worsening health  

outcomes for newborns.

•	 Increased Healthcare Costs: Untreated conditions result in higher long-term medical 

expenses for families and taxpayers.

Cost Effectiveness of Newborn Screening Programs:
•	 High Cost-Effectiveness: Newborn screening is one of the most cost-effective public 

health initiatives.

•	 Prevention of Severe Conditions: Early detection prevents disabilities and life- 

threatening conditions.

•	 Immediate Medical Treatment: Identifying metabolic and genetic disorders at birth 

enables timely intervention.

•	 Improved Health Outcomes: Early diagnosis allows for proactive management,  

preventing severe symptoms.

•	 Reduced Long-Term Complications: Screening lowers the risk of disability and death.

•	 Lower Healthcare Costs: Prevents expensive, prolonged treatments for undetected 

conditions, benefiting both families and the healthcare system.

For additional information
contact: 
Cure 4 The Kids Foundation
www.cure4thekids.org
Annette Logan-Parker
alogan@cure4thekids.org

State Newborn Screening Program
https://med.unr.edu/public-health-lab/
newborn-screening 

Ofelia B Gentscheff  
ogentscheff@med.unr.edu

Nevada Rare Disease Advisory Council
www.nvrdac.org
info@nvrdac.org

Scan to View:
NRS 442.008
Current
Nevada Newborn 
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“Advancements in genetic research and 

genome sequencing have expanded the 

potential for newborn screening (NBS) 

to include many conditions, particular-

ly rare diseases, where early detection is 

critical. However, current systems lack the 

ability to integrate this new knowledge  

effectively. A comprehensive approach to NBS 

is essential to ensure timely identification and 

treatment, which can significantly improve 

health outcomes, prevent severe morbidity, 

and support a more sustainable healthcare 

system by reducing long-term care costs.”
                                                                       

	                  - Sumit Gupta, M.D. 
                                               Chair - Nevada Newborn Screening 	
	                   Advisory Committee (NSAC)
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Creating a Childhood Cancer and Rare Disease  
Specialty Center, under provider type 17,  eliminated 
barriors to those diagnosed with cancer and rare diseases in Nevada. 

Proposed Revisions to NRS 442.008

Revised Fee Structure for Screening Kits
•	 Amend NRS 442.008 to allow the Nevada State Public Health Laboratory 

(NSPHL) to charge submitters per screening kit rather than a flat $81 fee. 

The proposed $150 per kit would cover initial screening and confirmatory 

testing sent to specialty reference laboratories.

•	 This change creates a flexible, scalable funding model that better reflects 

actual screening costs, particularly given Nevada’s status as a two-screen 

state. 

Automatic Annual Fee Adjustment
•	 Implement an automatic yearly fee adjustment to account for inflation and 

expanding screening requirements.

•	 This ensures the long-term financial sustainability of the Nevada Newborn 

Screening Program by keeping fees aligned with rising technology, supply 

costs, and expanded testing panels. 

Funding for Laboratory Expansion 
•	 Allocate funding for expanded laboratory space, upgraded equipment, 

additional personnel, and secure card storage.

•	 This investment enhances the efficiency and capacity of the NSPHL,  

ensuring timely, accurate testing to meet growing demand.  

Establishing a Medical Genetics Program in Nevada 
•	 Provide funding to establish a medical genetics clinic within Cure 4 The Kids 

Foundation. 

•	 This clinic would reduce the need for out-of-state referrals,  

minimizing travel costs and stress for families while ensuring  

comprehensive, specialized care for children with genetic disorders.

•	 By integrating the clinic into C4K’s existing infrastructure, Nevada can 

leverage expertise and resources to deliver high-quality, in-state care.

Medicaid Coverage & Reimbursement Review
•	 Conduct a comprehensive review of Medicaid-covered services to  

ensure adequate coverage for genetic testing and newborn screenings.

•	 Update policies to align with evolving healthcare needs, ensuring  

infants and children receive critical medical tests and treatments  

without undue financial burden on families.
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Call to Action: 
Strengthen Nevada’s Newborn Screening  

Program

The Newborn Screening Program Enhancement 

and Sustainability Initiative (SB348) is a critical

 investment in Nevada’s future, ensuring that 

every newborn has access to life-saving early 

detection and treatment for rare, life-threatening 

conditions. To safeguard and modernize this 

essential public health program, we need your 

support.

By updating policies, expanding infrastructure, 

and implementing a sustainable funding model, 

we can align with national standards, enhance 

diagnostic accuracy, and provide timely, effective 

care. The proposed solutions—including fee 

adjustments, laboratory expansion, and the 

establishment of a medical genetics clinic—are 

essential for ensuring the program’s long-term 

viability.

Other states, like Oregon, Washington, and 

Connecticut, have successfully modernized their 

newborn screening programs, and Nevada must 

follow suit. Without these critical updates, our 

state risks falling behind in early disease  

detection, putting infants and families at  

unnecessary risk.

We urge legislators, healthcare leaders, and 

advocates to take action. Support SB348 to 

ensure Nevada’s Newborn Screening Program 

remains a leader in public health, delivering 

life-saving interventions, improving 

healthcare access, and reducing long-term 

costs for families and the state.

Now is the time to support this initiative— 

Nevada’s newborns deserve nothing less.

Scan the QR code to view:  

“Every newborn deserves the best possible start in life. By strengthening  
Nevada’s Newborn Screening Program, we can ensure that life-threatening  
conditions are detected early, giving children the chance to grow, thrive, and 
reach their full potential.”
	               					                         - Annette Logan-Parker 
                                               				    Chair - Nevada Rare Disease Advisory Council 
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