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The 2022 Office of Science and Technology Policy memo-
randum regarding increasing access to federally funded 
research results represents the most recent step in federal 
data sharing efforts over the past 20 years, including those 
specific to genomics. Despite these achievements, many of the 
challenges these federal policies set out to fix remain, such 
as: (1) clarifying who should bear the burden of sharing data; 
(2) translating shared data into scientific advancements; (3) 
clarifying how federal policies intersect with private interests 
(e.g., journals, industry co-funders, or commercially generated 
data); and (4) balancing the autonomy interests of those who 
contribute data (including patients, research participants, and 
commercial consumers) with the public beneficence attendant 
to advancing science. It is therefore critical to better under-
stand the goals and challenges of those expected to benefit 
from and contribute to these shared data resources. We con-
ducted semi-structured interviews with U.S. academic genetic 
researchers exploring perceived benefits and burdens, indus-
try interests, and autonomy considerations related to data 
sharing and using shared data resources. Here we provide a 
background of the major U.S. federal government data sharing 
policies over the past twenty years, present the results of our 
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May 11, 2023, marked the end of the federal COVID-19 
Public Health Emergency (PHE). During the PHE, regula-
tory flexibilities allowed telehealth to more effectively connect 
physicians providing care and patients seeking it. This paper 
discusses the implications of the end of the PHE on telehealth 
coverage, payment, reimbursement, and licensure, and expos-
es inconsistencies and inequities in extant state regulations. 
The end of the PHE, we contend, has constrained patients 
access to and physicians’ ability to provide vital telehealth ser-
vices. But the substantial authority states wield in this domain 
means much of telehealth law and regulation exists as a state-
by-state patchwork. Stronger inter-state coordination is likely 
necessary to advance telehealth beyond the emergency period, 
but the recent overturning of Roe v. Wade (1973) presents a 
challenge to this effort.
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Arizona State University (ASU) Student Outbreak Response 
Team (SORT) formed a remote, volunteer-based case inves-
tigation team that worked in partnership with a local public 
health department through delegated public health authority. 
SORT contacted and interviewed individuals who tested posi-
tive for COVID-19 in Maricopa County to gather informa-
tion on demographics, symptoms, and close contacts. At its 
peak SORT consisted of 225 active volunteers, interns, and 
staff, with differing academic backgrounds and professional 
expertise from undergraduate students to retired health pro-
fessionals located locally and throughout the U.S.  This paper 
provides a critical analysis of the ethical and legal issues the 
team encountered throughout training and public health prac-
tice.  This paper underscores the importance of not only legal 
compliance but broader ethical and equity considerations in 
implementing a case investigation and contact tracing pro-
gram that can respond effectively to an active pandemic.
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Contemporary understanding of the mechanisms of disease 
increasingly points to examples of “genetic diseases” with 
an infectious component and of “infectious diseases” with a 
genetic component. Such blurred boundaries generate ethical, 
legal, and social issues and highlight historical contexts that 
must be examined when incorporating host genomic informa-
tion into the prevention, outbreak control, and treatment of 
infectious diseases. 
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