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Context
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HIV.gov
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Summary of Activist Concerns
• Lack of informed consent: No consent or even knowledge from PLHIV is needed 

to obtain, store, and share our genomic sequences. 
• HIV Criminalization: Communities most impacted by HIV in US are also most 

policed- Black and Latinx people; queer, trans communities; people who use drugs; 
sex workers
• State level data protections, storage & data sharing agreements vary widely
• Limited federal protections; no assurances of firewalls eg from ICE; Homeland 

Security
• Stigma, disclosure and violence concerns
• DIS workforce is inadequately trained and not reflective of communities where 

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

consultation PRIOR to widespread rollout and expansion
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Data Sharing & Privacy Regulations 
Vary Widely from State to State

Report released by National Association of 
State and Territorial AIDS Directors (NASTAD)
June 2018
https://www.nastad.org/resource/hiv-data-
privacy-and-confidentiality

FINDINGS
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)

https://www.nastad.org/resource/hiv-data-privacy-and-confidentiality
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Media coverage of CDR activities perpetuates 
stigma and endangers communities
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activist strategies
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Community education/popular education
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Applying 
pressure on 

CDC

bit.ly/stop-mhs
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Policy Demands



8/2/22 11 pwn-usa.org@uspwn



8/2/22 12 pwn-usa.org@uspwn

Human rights concerns in the media
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Contesting benefits of MHS in the 
literature
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President’s Advisory Council on HIV/AIDS (PACHA) tasked with addressing 
concerns on MHS
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Next steps
• Collaborate with other stakeholders: clinicians, public health 

officials
• Strengthen state and federal protections on HIV data 

collection, use, and sharing
• Build incentives and penalties into federal funding 

opportunities
• Potential red-yellow-green approach for jurisdictions
• Ensure guidance applies to future technologies
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