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Advisory Panel Formation  

• SBOH approached in April 2014 to consider adding 
ALD to newborn screening (NBS) panel 

• Internal DOH workgroup formed  

• Simultaneously: 
 SBOH looking at NBS criteria 
 Federal advisory board also considering ALD 

• Advisory Panel requested by SBOH  

• Advisory Panel met in October 2015 
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Project Schedule 2015 
Jan Feb Mar Apr May Jun Jul Aug Sep Oct Nov Dec Jan

Continued research into ALD

Internal DOH meetings

Identify Advisory Group members

Invite members to meetings

Advisory Group meeting(s)

Recommendations to SBOH

SBOH Decision and Board Meeting

SBOH Criteria Review Process

SBOH Criteria Research

Recommendations to SBOH

SBOH Criteria Review Complete
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ALD - Adrenoleukodystrophy 

• Genetic disorder affecting brain and endocrine 
system 

• X-linked, meaning it primarily affects males and 
females are carriers 

• Prevalence 1:17,000 boys 

• Three main forms – most serious is 1:48,500 

• Laboratory test exists to screen for ALD  
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SBOH Criteria for NBS Conditions 

• Available screening technology 

• Diagnostic testing and treatment available 

• Prevention potential and medical rationale 

• Public health rationale 

• Cost benefit/cost effectiveness 
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Available Screening Technology 

• A sensitive, specific and timely screening test on 
dried bloodspots exists 

• X-linked – girls are carriers 
Committee decided to vote separately for boys and girls 

• Four states are currently or are preparing to screen 
(NY, CT, CA, and NJ) 
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Diagnostic Testing & Treatment Available 

• Testing and treatment is available for affected 
individuals 
Biochemical genetics – diagnosis 
 Endocrinology – prevent life-threatening episodes of low 

blood sugar 
Neurology – regular brain imaging studies, bone-marrow 

transplant if changes are detected during MRIs 
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Prevention Potential & Medical Rationale 

• Window of time ≥ 1 month of age before symptoms 

• Opportunity to prevent adrenal crisis for boys 

• Carrier females 
No medical rationale for detecting carriers 

 Some families may benefit from carrier identification 
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Public Health Rationale 

• Clearly met for boys - many cases have no positive 
family history 

• Carrier females 
Can help other males in family with ALD 
 Information to families and for future decision making 
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Cost Benefit Analysis 

• Decision tree 
Compares status quo v. screening model 

• Data from 
Primary literature (including pilot studies) 
Reports from NY NBS program 
 Expert opinion 

• Sensitivity analysis – vary assumptions 
High and low estimates for parameters 
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Decision Tree 
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Costs & Benefit Results 

• Deaths averted = 0.32 (annual) 
Value of lives saved = $2.9 million 

• Shift in costs of treatment = $156,000 (more) 

• Cost of screening = $700,000 

• Costs of false(+) = $4,000 
______________________________________________________________________________________________________________________________________________________ 

» Benefit/cost ratio = 3.95 
» Net benefit = $1.8 million 
» ICER = $88,000 
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Advisory Panel Recommendation 

Males Females 

Criteria met? Yes No Yes No 

   Screening available 18 0 18 0 

   Diagnostic testing and treatment available 18 0 9 4 

   Prevention potential and medical rationale 18 0 10 5 

   Public health rationale 18 0 14 1 

   Cost-benefit 18 0 10 2 
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Universal Screening? 

Vote Count 

Universal (males and females) 15 

Males only 3 

No screening 0 
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Summary Recommendations 

• Add to panel – meets criteria 

• Universal screening (males and females) 
 No room for error – no missed cases 
 Cost-benefit analysis based on universal 
 Performed by other states adopting 
 More efficient in laboratory – reduced costs 
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