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Shocking Govt. Sign Posted on Indiana 
Freeway: “Warning HIV Outbreak”

https://www.hivplusmag.com/stigma/2015/06/10/roadside-sign-saying-warning-hiv-outbreak-posted-busy-indiana-highway
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Why are we concerned?
1. No consent or even knowledge from PLHIV is needed to obtain, store, and

share our genomic sequences. We don’t even know when this is happening
2. HIV Criminalization
3. Communities most impacted by HIV are also most policed: Black and Latinx

people; queer, trans communities; people who use drugs; sex workers
4. State level data protections, storage & data sharing agreements vary widely
5. Limited federal protections; no assurances of firewalls eg from ICE; Homeland

Security
6. Disclosure and violence concerns
7. DIS workforce is inadequately trained and not reflective of communities where

cluster investigations occur
8. Despite all these risks, there was no community involvement, engagement or

consultation PRIOR to rollout and expansion
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HIV Criminalization

● Over 30 states still have laws that criminalize people living with HIV for
a range of actions, including non-disclosure for sex, drug sharing and
other activities

● While MHS does not prove directionality (yet!), science is not part of the
legal argument for these policies.

● LOTS of experience shows that judges and juries don’t always
understand the science of HIV.

● Knowledge of HIV status is required for criminalization - these laws are
barriers to get people tested and in care
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Current science cannot infer 
directionality



6/19/19@hivcaucus 6 hivcaucus.org

BUT science progresses, and also...
“…with additional information, 
phylogenetic analyses can identify source 
and/or recipients. Almost all 
phylogenetic analyses have access to 
some additional information, otherwise 
why would one do the phylogenetic 
analysis in the first place? … ”
- Thomas Leitner, Los Alamos Laboratory

Also tools like recency assays can be 
used as a proxy for directionality



In 2009, a Collins County, Texas, jury sentenced Philippe Padieu to 45 years in prison for aggravated 
assault with a deadly weapon – having sex with a series of women and not telling them he had HIV. An 
important part of the evidence that identified him as the source of the women’s infection came from 
experts at Baylor College of Medicine (www.bcm.edu) and The University of Texas at Austin 
(www.utexas.edu/).
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"Phylogenetic analysis allows us to reconstruct the 

history of the infection events," said Hillis, professor at 

UT Austin. "We can identify the source in a cluster of 

infections because some isolates of HIV from the 

source will be related to HIV isolates in each of the 

recipients… This is the first case study to establish 

the direction of transmission," said Metzker.

“We were able to determine that all of the 

complainants and Aziga had a 

phylogenetically distinct form of HIV and 

that Mr. Aziga had the virus prior to contact 

with any of the women,” Sandstrom said…

Aziga and the women in the Hamilton infection 

cluster all had Clade A, which is rare in North 

America but endemic in Aziga’s native Uganda.
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“A prosecution team in Canada used the open access Los 
Alamos genetic database to successfully convict a man accused 
of non-disclosure. While the judge noted that the court could 
not use the data to prove infection, it was helpful 
‘circumstantial evidence’ that has been widely accepted in legal 
cases to identify relationships between genetic samples” (R. v 
Aziga, 2008, pp. 8, 9)

- Alexander McClelland, Adrian Guta & Marilou Gagnon (2019): 
The rise of molecular HIV surveillance: implications on consent 
and criminalization, Critical Public Health
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But there are laws in place 
to protect us, right???
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Report released by National Association of State and Territorial AIDS Directors (NASTAD)
June 2018

https://www.nastad.org/resource/hiv-data-privacy-and-confidentiality

https://www.nastad.org/resource/hiv-data-privacy-and-confidentiality
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NASTAD report: sample questions 
studied in 10 states

“What is the extent to which state laws and regulations permit or 
compel health departments to share personally identifiable HIV data 
with various entities? 
• With whom can health departments share this data (e.g., other
health department programs, state agencies, providers, law
enforcement, or researchers)?
• For what purposes can this data be shared?
• What are the limitations on the scope of data that can be shared?”
https://www.nastad.org/resource/hiv-data-privacy-and-confidentiality

https://www.nastad.org/resource/hiv-data-privacy-and-confidentiality
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Findings: State Level protections for MHS Data, Storage, 
Sharing Vary Widely

1. Broad authority. In general, statutes provided health departments with authority to
disclose personally identifiable HIV data without consent for the purposes of:
a.Surveillance, investigation, or control of communicable disease
b.Treatment, payment, research, or healthcare operations
c.Justifiable public health need

2. Data sharing activities vary depending on jurisdiction.
3. States vary on whether a subpoena or court order is required for the production of
HIV data from a health department.
4. Legal authority to share data for research purposes varied (some states required
de-identified data; others allowed identifiable data but publication has to only include
de-identified data; others do not address this at all)



Figure 2: Data Sharing for Law Enforcement Purposes
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regulation? Limitations on what data can be shared
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Pursuant to court order or subpoena, “information and records” related to HIV 
may be shared for prosecution under the Illinois HIV criminal transmission statute 
or to enforce Illinois Sexually Transmissible Disease Control Act (410 Illinois 
Compiled Statutes 325)

Pursuant to court order, “HIV-related test” may be shared following 
in camera proceedings. Pleadings must substitute a pseudonym for 
the test subject’s true name (Iowa § 141A.9)

Pursuant to court order, “HIV-related test” may be shared following 
in camera proceedings (Louisiana Revised Statutes § 40:1171.4)
N/A
Pursuant to court order or subpoena, “all reports, records, and data 
pertaining to testing, care, treatment, reporting, research, and [partner 
notification]” may be shared (Michigan Compiled Laws 333.5131)
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Sample findings
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Media 
coverage of 

“clusters” has 
been 

troubling



Georgia lawmaker who is married to former U.S. health and human 
services secretary Tom Price drew backlash after she inquired if HIV 
patients could be “legally” quarantined to stop the spread of the virus.
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Concerns about MHS have been widespread and global
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in the literature
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Recommendations for PACHA
1. Meaningfully engage networks of people living with HIV in the domestic HIV response so

that consent, privacy, and PLHIV rights are built into the forefront of any new
developments.
a. PACHA, CHAC and OARAC should be rechartered with two seats for the US PLHIV

Caucus, to be filled by representatives of our own choosing
2. Call for CDC, HRSA, and NIH to partner with the US PLHIV Caucus to develop:

a. Guidance on HIV data collection, sharing, and use;
b. Informed consent standards and practices;
c. Community engagement standards for the development of future HIV-related data

collection, use, sharing and storage.
3. Demand the creation and implementation of national standards for HIV data protection,

including prohibiting law enforcement and immigration enforcement from accessing data,
prohibiting data from being used for criminalization purposes, firewalls to protect data from
other agencies, and limitations on the length of time data may be stored.
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Recommendations for PACHA
4. Funded EHE jurisdictions should be required, as a condition for funding, to 
incorporate efforts to  create an affirming human rights environment for people 
living with HIV, such as:

● a commitment to end laws and practices that criminalize people living with
HIV.

● adopting state statutes to appropriately limit HIV data storage, sharing and
use

● integrate data privacy into EHE plans
● require that jurisdictions certify in writing that surveillance data will not be

used for other purposes before they receive surveillance funding



6/19/19@hivcaucus 22 hivcaucus.org

Thank you

For more info: US People Living with HIV Caucus

hivcaucus.org

http://hivcaucus.org
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