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Three questions that underly an ethical
analysis:
« Who and when o offer testing?

* What to do with the test resulie

o Clinical benefits
» Personal utility

e How to disclose resulise

[Underlying considerations: What are
risks to patients following a disclosure¢]
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How to disclose results?




Who and when to offer testing:

* Purpose

* Pre-test probability
» Testing platform

« Comorbidities
 Clinical staging




What to do with the test results:

Clinical Personal Utility
management » Advanced care

« Confirmation planning
. ﬁ * Non-AD clinical
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Is this information protected?

Privacy: :
. Anti-
Intrusion INto @ Discrimination:
person’s _ :
information. Profections:
against how third-

parties can use
the information
Confidentiality: when making

Protection of the decis.ion.s .obou’r
data to protect the individual.
the individual.




There are gaps within anti-discrimination
protections

Table Summary of the scope of legal protections to prevent employment and insurance discrimination in persons who have either genetic
markers or biomarkers for developing Alzheimer disease dementia

Protection from Protection from Protection from

Protection from discrimination by health discrimination by discrimination by long-term

employment discrimination insurers life insurers care insurers

Genetic p-Amyloid Genetic p-Amyloid Genetic p-Amyloid Genetic p-Amyloid

markers biomarkers markers biomarkers markers biomarkers markers biomarkers
Americans with Disabilities Act*” Uncertain® Uncertain No Uncertain No No No No
Affordable Care Act® No No Yes Possible® No No No No
Genetic Information Yes No Yes No No No No No
Nondiscrimination Act’

2The Equal Employment Opportunity Commission (EEOC) does not directly address genetic disposition. However, the EEOC has interpreted the 2008
amendment to the Americans with Disabilities Act to broaden the definition of disability in favor of coverage.

b Affordable Care Act provisions to limit discrimination in health insurance for persons with a preexisting condition start in 2014. Whether these provisions
will apply to the concept of preclinical Alzheimer disease is uncertain—the analysis is complicated by the fact that preclinical biomarkers have yet to be
validated and thus may not qualify as a preexisting condition.




Long-term Care Insurance is a Major Gap
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Another perspective ... Who NOT to test:

Received: 11 May2022 | Revised: 28Junc2022 | Accepted: 8 July 2022

DO 10.1002/412.12756.

Alzheimer’s &Dementia®

REVIEW ARTICLE THE JOURNAL OF THE ALZHEIMER'S ASSOCIATION

The Alzheimer’s Association appropriate use recommendations

1 B f .
.Benerits
for blood biomarkers in Alzheimer’s disease

Oskar Hansson? | RebeccaM.Edelmayer® | AdamL.Boxer’ | MariaC.Carrillo® | Z F U I I I I I Y
Michelle M. Mielke® | Gil D. Rabinovici® | StephenSallowav® | ReisaSperling” | k= ([ ]

Henrik Zetterberg®? 301312 | Ch  receiw 20ni2024 | Reviees 1huly 2029 | Acceptes 2 Juby 2024
S ——)

Alzheimer’s & Dementia*

POLICY FORUM HE JOURNAL OF THE ALZHEIMER'S ASSOCIATION E ; I I

Considerations for widespread implementation of blood-based
biomarkers of Alzheimer’s disease

L]
Michelle M. Mielke! © | Matthew Anderson? J.Wesson Ashford®* | 4 J u St I C e
L]

Andreas Jeromin® | Pei-JungLin® | AllysonRosen”® | JamieTyrone’ |

Lawren VandeVrede' | DeannaWillis™* | Oskar Hansson'** |
AraS.Khachaturian® | SuzanneE.Schindler’® | JoanWeiss!® | RichardBatrla' |
SashaBozeat' | JohnR.Dwyer'” | Drew Holzapfel”?' | Daryl RhysJones'” |
James F.Murray*® | Katherine A. Partrick’® | Emily Scholler®®*! |

George Vradenburg”?' | Dylan Young™ Joel B. Braunstein™ |

Samantha C.Burnham™ | Fabricio Ferreirade Oliveira” | YanHelenHu'’ |
Soeren Mattke? | ZulMerali”’ | MarkMonane” | Marwan Noel Sabbagh” |
EliShobin™ | Michael W.Weiner™ | Chinedu T. Udeh-Momoh'#/

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




Disclosure: Need to shift to clinical
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Summary & Future Research

e Ethical considerations are iterative and
Mmulti-dimensions

« Research is needed 1o take work done
within research context and apply it to
clinical care

» “Real world” patients may infroduce
new factors into the analysis
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