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Three questions that underly an ethical 
analysis: 

• Who and when to offer testing? 

• What to do with the test result?
• Clinical benefits 

• Personal utility  

• How to disclose results? 

[Underlying considerations: What are 
risks to patients following a disclosure?]
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Who and when to offer testing: 

• Purpose 

• Pre-test probability 

• Testing platform 

• Comorbidities 

• Clinical staging



What to do with the test results: 

Personal Utility

• Advanced care 
planning 

• Non-AD clinical 
decision-making 

• Lifestyle 

• Family/travel/emp
loyment

Clinical 
management

• Confirmation

• Increased 
monitoring

• Treatment



Is  this information protected? 



There are gaps within anti-discrimination 

protections 



Long-term Care Insurance is a Major Gap

Arias, J., Tyler, A., Oster, B., & Karlawish, J. (2018). The Proactive Patient: Long-Term Care Insurance Discrimination Risks of Alzheimer's Disease 
Biomarkers. Journal of Law, Medicine & Ethics, 46(2), 485-498. doi:10.1177/1073110518782955



Another perspective . . . Who NOT to test: 

Scipion, et al. A Framework for futility of Alzheimer’s disease 
biomarkers in “real world” patients. 

1.Benefits 
2.FUTILITY 
3.Harms 
4.Justice 



Disclosure: Need to shift to clinical 
disclosures



Summary & Future Research 

• Ethical considerations are iterative and 
multi-dimensions 

• Research is needed to take work done 
within research context and apply it to 
clinical care 

• “Real world” patients may introduce 
new factors into the analysis
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