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Welcome back and welcome to those joining for the first time

Grateful – ALRP and ABA


Today discussing  the right that each of us has regardless of who we are, where we live and how we choose to live our lives.

This is our fundamental right TO BE LEFT ALONE

Or as one court put it :“No right is held more sacred, or is more carefully guarded, by the common law, than the right of every individual to the possession and control of his own person, free from all restraint or interference of others ….”

And we will focus particularly on the right to privacy of those with HIV/AIDS




PROGRAM OVERVIEW

• Stigma of HIV/AIDS
• Privacy – Why It Matters
• Topics

• Federal Laws
• HIPAA
• Privacy Act of 1974

• State Laws
• HIV & Criminilization Laws
• Lab Reporting Laws
• Minor’s Autonomous Consent
• Perinatal HIV Tests
• Correctional Facilities

• Cooper v. FAA – Privacy Act of 1974



DEFINITION OF PRIVACY

Privacy is the right to be let alone or to be free from misuse or 
abuse of one’s personality. The right of privacy is the right to 
be free from unwarranted publicity, to live a life of seclusion, 
and to live without unwarranted interference by the public in 
matters with which the public is not necessarily concerned.
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Very broad definition but permutations
Invasion of privacy is not one tort four distinct kinds of invasion of four different interests of the plaintiff, which are tied together by the common name, but otherwise have almost nothing in common except that each represents an interference with the right of the plaintiff to "be left alone."[William L. Prosser, The Law of Torts § 112 (3d ed. 1964).]The four classifications of "invasion of privacy" propounded by Dean Prosser are:
intrusion (e.g., intrusion on plaintiff's physical solitude or seclusion, as by invading his or her home, illegally searching, eavesdropping, or prying into personal affairs); 
public disclosure of private facts (e.g., making public private information about plaintiff); 
placing plaintiff in a false light in the public eye (which need not be defamatory, but must be something that would be objectionable to the ordinary reasonable person); and 
appropriation, for the defendant's benefit, of the plaintiff's name or likeness.[Rumbauskas, supra, 138 N.J. at 180, 649 A.2d 853 (citing W. Page Keeton, et al., Prosser and Keeton on the Law of Torts § 117 (5th ed. 1984)).]Dean Prosser further noted:



STIGMA AND FEAR

STIGMA TODAY Billy Porter
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From AVERT.com

There are very real immediate impacts that I will try to demonstrate today

Myths and misinformation increase the stigma and discrimination surrounding being gay as well as  HIV and AIDS – that began 40 years ago and continue today – may be worse
There is a cyclical relationship between stigma and HIV; people who experience stigma and discrimination are marginalized and made more vulnerable to HIV, while those living with HIV are more vulnerable to experiencing stigma and discrimination.
Roughly one in eight people living with HIV is being denied health services because of stigma and discrimination.

Research by the International Centre for Research on Women (ICRW) outlines the possible consequences of HIV-related stigma as:
loss of income and livelihood
loss of marriage and childbearing options
poor care within the health sector
withdrawal of caregiving in the home
loss of hope and feelings of worthlessness
loss of reputation.
---------
“I have to start in 2007,” he says, having settled in across the table. He’s here, at Little Owl in the West Village, to get something off his chest — something that’s been shrouded in secrecy so long, he can barely remember life before. “In June of that year,” he continues, a ball of nerves, even if the performer in him refuses to let on, “I was diagnosed HIV-positive.”
In the 14 years since, the Emmy-winning star of Pose has told next to no one, fearing marginalization and retaliation in an industry that hasn’t always been kind to him. Instead, the 51-year-old, who has cultivated a fervent fan base in recent years on the basis of his talent and authenticity, says he’s been using Pray Tell, his HIV-positive character on the FX series, as his proxy. “I was able to say everything that I wanted to say through a surrogate,”�





CONSTITUTIONAL RIGHT 
TO PRIVACY
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Let’s begin with the Constitutional right to privacy – state and federal



UNITED STATES 
CONSTITUTION

No express right to privacy

Origins of implied right:
First, Fourth, Fifth, Ninth 
and 14th Amendments
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Although the word "privacy" is actually never used in the text of the United States Constitution, there are Constitutional limits to the government's intrusion into individuals' right to privacy. 

The Constitution, however, only protects against state actors. Invasions of privacy by individuals can only be remedied under previous court decisions.
The First Amendment protects the right to free assembly, broadening privacy rights.
The Fourth Amendment to the Constitution of the United States ensures that "the right of the people to be secure in their persons, houses, papers, and effects, against unreasonable searches and seizures
A government that violates the Fourth Amendment in order to use evidence against a citizen is also violating the Fifth Amendment.[23]
The Ninth Amendment declares that "The enumeration in the Constitution, of certain rights, shall not be construed to deny or disparage others retained by the people."

The Supreme Court  over a period of time recognized the Fourteenth Amendment as providing a substantive due process right to privacy. 



STATE CONSTITUTIONAL RIGHTS TO 
PRIVACY
BROAD

• California – Article 1, sec 1
• Alaska, Amendment 3

SEARCH AND SEIZURE

• Florida, Article 1, sec. 23
• Hawaii, art. 1, 
• Illinois art. I, § 6. 
• Louisiana art. I, § 5
• Montana art. II, § 10
• New Hampshire art. 2-b
• South Carolina art. I, § 10
• Washington, art. 1, sec. 7
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Some states have also recognized the right to privacy either to be free from public disclosure of a private fact or from government intrusion

REVIEW
Alaska art. I, § 22The right of the people to privacy is recognized and shall not be infringed. The legislature shall implement this section.
Arizona art. II, § 8No person shall be disturbed in his private affairs, or his home invaded, without authority of law.
California art. I, § 1All people are by nature free and independent and have inalienable rights. Among these are enjoying and defending life and liberty, acquiring, possessing, and protecting property, and pursuing and obtaining safety, happiness, and privacy.
Florida art. I, § 23   Every natural person has the right to be let alone and free from governmental intrusion into the person's private life except as otherwise provided herein. This section shall not be construed to limit the public's right of access to public records and meetings as provided by law.
 art. I, § 12 Searches and Seizures�The right of the people to be secure in their persons, houses, papers and effects against unreasonable searches and seizures, and against the unreasonable interception of private communications by any means, shall not be violated. 
Hawaii art. I, §§ 6 and 7 Section 6: Right To Privacy  - The right of the people to privacy is recognized and shall not be infringed without the showing of a compelling state interest. The legislature shall take affirmative steps to implement this right. 
Section 7: Searches, Seizures and Invasion of Privacy�The right of the people to be secure in their persons, houses, papers and effects against unreasonable searches, seizures and invasions of privacy shall not be violated; and no warrants shall issue but upon probable cause, supported by oath or affirmation, and particularly describing the place to be searched and the persons or things to be seized or the communications sought to be intercepted. [Am Const Con 1968 and election Nov 5, 1968; ren and am Const Con 1978 and election Nov 7, 1978]
 Illinois art. I, § 6 Section 6. Searches, Seizures, Privacy and Interceptions�The people shall have the right to be secure in their persons, houses, papers and other possessions against unreasonable searches, seizures, invasions of privacy or interceptions of communications by eavesdropping devices or other means. No warrant shall issue without probable cause, supported by affidavit particularly describing the place to be searched and the persons or things to be seized.� Louisiana art. I, § 5 Every person shall be secure in his person, property, communications, houses, papers, and effects against unreasonable searches, seizures, or invasions of privacy. No warrant shall issue without probable cause supported by oath or affirmation, and particularly describing the place to be searched, the persons or things to be seized, and the lawful purpose or reason for the search. Any person adversely affected by a search or seizure conducted in violation of this Section shall have standing to raise its illegality in the appropriate court. � Montana art. II, § 10 The right of individual privacy is essential to the well-being of a free society and shall not be infringed without the showing of a compelling state interest.
New Hampshire2art. 2-b Right to Privacy. An individual's right to live free from governmental intrusion in private or personal information is natural, essential, and inherent.
South Carolina art. I, § 10 The right of the people to be secure in their persons, houses, papers, and effects against unreasonable searches and seizures and unreasonable invasions of privacy shall not be violated, and no warrants shall issue but upon probable cause, supported by oath or affirmation, and particularly describing the place to be searched, the person or thing to be seized, and the information to be obtained. � Washington art. I, § 7Invasion of Private Affairs or Home Prohibited�No person shall be disturbed in his private affairs, or his home invaded, without authority of law.

 Michigan and Missouri constitutions provide explicit protection from unreasonable searches and seizures for electronic communications or data.1


http://www.ilga.gov/commission/lrb/con1.htm
http://legis.la.gov/Legis/Law.aspx?d=206295
https://leg.mt.gov/bills/mca/title_0000/article_0020/part_0010/section_0100/0000-0020-0010-0100.html
https://www.nh.gov/glance/bill-of-rights.htm
https://www.scstatehouse.gov/scconstitution/A01.pdf


CALIFORNIA 
CONSTITUTION

ARTICLE 1, 
SECTION 1

All people are by nature free and 
independent and have inalienable 
rights. 
Among these are enjoying and 
defending life and liberty, acquiring, 
possessing, and protecting property, 
and pursuing and obtaining safety, 
happiness, and privacy.
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The California right to privacy was enacted by ballot measure in November 1972.

California’s right to privacy is wider than its federal counterpart in that it protects individuals not only against violations by state and federal government entities, but also against violations by other individuals and private companies. 

It is also self-executing, hence it confers a judicial right of action on all Californians

Although the general concept of privacy relates to a potentially enormously broad and diverse field, the moving force behind the initiative was a more focused concern. According to the ballot pamphlet supporting its passage, the predominant purpose was to guard against unnecessary governmental surveillance and collection of records.

The California Supreme Court has distilled the arguments in the pamphlet into three points relevant to the interpretation of the right:

the principal “mischiefs” at which the amendment was directed are: 

government snooping” and the secret gathering of personal information; 
(ii) the overbroad collection and retention of unnecessary personal information by government and business interests; 
(iii) the improper use of information properly obtained for a specific purpose, for example, the use of it for another purpose or the disclosure of it to some third party; and 
(iv) the lack of a reasonable check on the accuracy of existing records.





STORM WARNINGS

• “Nothing in the text or original understanding of the 
Constitution establishes a right to an abortion.” 

• Judge James C. Ho in JACKSON WOMEN'S HEALTH ORGANIZATION v. THOMAS E. DOBBS, M.D., M.P.H., 



FEDERAL STATUTES



TWO FEDERAL LAWS
HIPAA

• The Privacy Rule standards address the use and 
disclosure of individuals’ health information 

• Has standards for individuals’ rights to understand 
and control how their health information is used. 

• Goal: to ensure that individuals’ health 
information is properly protected while allowing 
the flow of health information needed to provide . 
. .high quality health care and to protect the 
public’s health and well-being.

• No personal cause of action.

• https://www.cdc.gov/phlp/publications/topic/hipa
a.html

PRIVACY ACT - 5 U.S.C. § 552a

• Establishes Code of Fair Information that governs 
the collection, maintenance, use, and 
dissemination of personally identifiable 
information in federal records about individuals 

• Act requires that agencies give the public notice of 
their systems of records by publication in 
the Federal Register. 

• Act prohibits the disclosure of information from a 
system of records absent of the written consent of 
the subject individual, unless the disclosure is 
pursuant to one of twelve statutory exceptions. 

• Provides for recovery of “actual damages”
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The Health Insurance Portability and Accountability Act of 1996 (HIPAA or the Kennedy–Kassebaum Act[1][2]) is a United States federal statute enacted by the 104th United States Congress and signed into law by President Bill Clinton on August 21, 1996. It was created primarily to modernize the flow of healthcare information, stipulate how personally identifiable information maintained by the healthcare and healthcare insurance industries should be protected from fraud and theft, and address limitations on healthcare insurance coverage.[3]
(a)OffenseA person who knowingly and in violation of this part—(1)uses or causes to be used a unique health identifier;
(2)obtains individually identifiable health information relating to an individual; or
(3)discloses individually identifiable health information to another person,
shall be punished as provided in subsection (b). For purposes of the previous sentence, a person (including an employee or other individual) shall be considered to have obtained or disclosed individually identifiable health information in violation of this part if the information is maintained by a covered entity (as defined in the HIPAA privacy regulation described in section 1320d–9(b)(3) of this title) and the individual obtained or disclosed such information without authorization.
(b)PenaltiesA person described in subsection (a) shall—(1)be fined not more than $50,000, imprisoned not more than 1 year, or both;
(2)if the offense is committed under false pretenses, be fined not more than $100,000, imprisoned not more than 5 years, or both; and
(3)if the offense is committed with intent to sell, transfer, or use individually identifiable health information for commercial advantage, personal gain, or malicious harm, be fined not more than $250,000, imprisoned not more than 10 years, or both.
------------
Congress passed the Privacy Act39 after the Watergate break-in, and against its backdrop of governmental misuse of personal information. The Act restricts the collection, use, and dissemination of personal information by federal agencies.Apr 1, 1997



STATE LAWS

CRIMINALIZATION OF 
HIV



CRIMINALIZATION 
OF HIV

1.HIV-specific laws that criminalize or control behaviors that 
potentially exposes to HIV.

• Oregon, California, New York and others

2.Sexually transmitted disease (STD), communicable, 
contagious, infectious disease laws that criminalize or 
control behaviors that can potentially expose another to 
STDs/communicable/infectious disease. This might include 
HIV.

• Washington, Dakotas, Pennsylvania and others 

3.Sentence enhancement laws specific to HIV, or STD that 
do not criminalize a behavior but increase the sentence 
length when a person with HIV commits certain crimes.

• Alaska, Massachusetts and Colorado

4.No specific criminalization laws
• Arizona, New Mexico, Hawaii and others

Presenter
Presentation Notes
As of 2020, 37 states have laws that criminalize HIV exposure.�The laws for the 50 states and the District of Columbia were assessed and categorized into four categories.




CRIMINALIZED OR CONTROLLED 
BEHAVIORS
• Donation of Blood or Tissues (19)
• Vaginal Sex (16)
• Anal Sex (15)
• Oral Sex (12)
• Prostitution and Solicitation (11)
• Biting, Spitting, Throwing and Placing (10)
• Sharing Sex Objects (5)
• Sharing Needles

Presenter
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Criminalization of potential HIV exposure is largely a matter of state law, with some Federal legislation addressing criminalization in discrete areas, such as blood donation and prostitution. These laws vary as to what behaviors are criminalized or what behaviors result in additional penalties. Several states criminalize one or more behaviors that pose a low or negligible risk for HIV transmission.

In 21 states, laws require people with HIV who are aware of their status to disclose their status to sex partners, and 12 states require disclosure to needle-sharing partners.

The maximum sentence length for violating an HIV-specific statute is also a matter of state law. Some states have a maximum sentence length up to life in prison, while others have maximum sentence lengths that are less than 10 years. However, only 9 states have laws that account for HIV prevention measures that reduce transmission risk, such as condom use, and antiretroviral therapy (ART).




EXAMPLES OF CRIMINILIZATION

ILLINOIS

• People living with HIV/AIDS may be prosecuted for 
engaging in condomless intercourse without 
disclosing HIV status to partner.

• 2 felony, punishable by 3 - 7 years in prison 
and a $25,000 fine

• The accused must prove that their sexual 
partner knew of their HIV status, that the 
activity could result in HIV transmission, and 
consented to the activity with that 
knowledge.

• Illinois law states that a person may be 
prosecuted for selling, exchanging or 
transferring non-sterile injection equipment, 
even if the recipient does not use it.

TEXAS

• No criminal statutes explicitly addressing HIV exposure, 
but prosecutions have arisen under general criminal laws. 

• People living with HIV (PLHIV) have been prosecuted for 
HIV exposure for attempted murder and aggravated 
assault.

• Aggravated assault statute makes it a  second degree 
felony to cause serious bodily injury to another or to use 
or exhibit a deadly weapon in the commission of an 
assault.

• A felony of the second degree carries a punishment of 
two to 20 years in jail and a possible fine of $10,000.4 

• Texas courts have found that the seminal fluid of a PLHIV 
may constitute a deadly weapon 

Presenter
Presentation Notes
People living with HIV who harbor no ill will and have no intent to harm anyone are prosecuted and often convicted under these laws. Sometimes they plead guilty as part of a plea deal to avoid trial and a potentially longer sentence. Rather than protect the public, this law may actually harm public health by discouraging individuals from getting tested for HIV. Fearing prosecution, as well as stigma, some people living with HIV may avoid learning their HIV status. The law could also reduce the likelihood of disclosure of HIV status to sexual or needle-sharing partners. Laws like Illinois’ increase stigma towards people living with HIV by leading to inflammatory or ill-informed media coverage that may perpetuate misinformation regarding modes of HIV transmission, reveal a person’s sexual orientation or HIV status against their will, or play on harmful stereotypes. 
Enforcement of HIV-specific criminal laws also foster race- and sex-based disparities. 
HIV-specific criminal laws in IL were created in 1989, a time where fear and misinformation on how HIV is transmitted was being used to push public policy. 

Prior to 1994, Texas had an HIV transmission statute that made it a third degree felony, punishable by up to ten years in prison and a $10,000 fine for a PLHIV to intentionally, and without consent, transfer bodily fluids to another. TEX. PENAL. CODE. ANN. § 22.012 (1987). Texas deleted this statute from its code in 1994, but a handful of cases were charged under the statute prior to its repeal. In 1993, a man living with HIV was charged with exposing a sexual partner to HIV. See TJ Milling, Woman Claims Lover Hid His HIV, HOUSTON CHRONICLE, Aug. 17, 1993, at A 13. In 1992, an AIDS activist was charged with exposure to AIDS and HIV for scratching a police officer when he was being dragged from the Houston City Council chambers. The charges were later drop



CALIFORNIA

BEFORE 2017

• 3 – 8 years for not disclosing status 
• 3 years for soliciting or engaging in sex 

work
• Test results could be used to prove 

knowledge
• 2 – 6 years for giving blood or tissue
• Transmission not required

SENATE BILL 2017

• Intentional transmission of infectious 
or communicable disease a 
misdemeanor

• A defense it took measures
• Sex workers living with HIV not subject 

to felony 
• Prostitution convictions do not trigger 

mandatory testing
• Not a felony to donate blood, tissue or 

milk
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Who is still at risk
PHLIV may still face prosecution under general criminal laws – 

Williams Institute:

The new law left sentence enhancements for sex offense convictions unchanged – enhancement which increse a sentence by an additional 3 years per offencse regardless of intent, transmission risk, or whether transmission occurred




RESPONSES

ASSOCIATIONS

• September 2010 – Center for 
HIV Law and Policy – Positive 
Justice Project

• October 2012 – HIV Medicine 
Association

GOVERNMENT

• July 2010 – White House
• March 15, 2014 – United States 

Department of Justice and CDC 
study

• July 15, 2014 – DOJ – “Best 
Practices Guide . . . “
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he U.S. Department of Justice (DOJ) has issued guidance to help end HIV criminalization – the use of criminal law to prosecute and penalize people living with HIV for conduct that would be legal if they did not get tested or know their status.  DOJ’s guidance, titled “Best Practices Guide to Reform HIV-Specific Criminal Laws to Align with Scientifically-Supported Factors,” provides technical assistance to ensure that HIV-related criminal laws and policies reflect contemporary medical and scientific understanding of the routes, risks, and consequences of HIV transmission.
A White House Press Release dated July 15, 2014, announced the release of the Best Practices Guide as part of the National HIV/AIDS Strategy, which envisions that “the United States will become a place where new HIV infections are rare and when they do occur, every person, regardless of age, gender, race/ethnicity, sexual orientation, or socio-economic circumstance, will have unfettered access to high quality, life-extending care, free from stigma and discrimination.”

Well, that worked well




GILEAD’S 2020-2022 HIV Anti-
Criminilization Initiatives
• Grantees:

• Health Not Prisons Collective
• Elizabeth Taylor AIDS Foundation
• Center for HIV Law & Policy
• Williams Institute
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Health Not Prisons - Increase BIPOC leadership in the HIV decriminalization movement
Support organizing in at least 8 states to move the needle on HIV decriminalization
Elevate gender and racial justice within the HIV decriminalization movement
Build national alliances and deepen partnerships between HIV decriminalization advocates and sex work decriminalization movements, immigrant rights movements focused on policing issues, harm reduction organizations, and Black- led abolition efforts.
Increase political champions on HIV decriminalization
Deliver trainings and political education on intersectional HIV criminalization issues
Secure favorable media coverage on issues related to HIV criminalization
HNP is actively supporting decriminalization, modernization, repeal, and/or defeat of new criminalization legislation efforts in CA, FL, GA, IL, LA, MO, PA, SC, TX. 
ElizabethTaylor - Continue state coalition and lead organization work (started in 2020) in Missouri, Nevada, and Ohio with the outcome of introduction of new legislation in Missouri & Ohio, and passage in Nevada.
Expand the model of state coalition and lead organization work established in 2020 to Florida, Georgia, Illinois, New Jersey, Tennessee, and Virginia. Realizing that legislative affairs work takes at least two years, our objective for 2021 is bill introduction in at least two of the new states, and passage in Virginia.
Williams - Grant Deliverables:
Six completed research studies
Fact sheets, infographics, press releases, and social media for each study
One or more webinars and/or data advocacy trainings for each completed study
The use of our research in state and local advocacy efforts to reform HIV criminal laws
Changing laws and policies that criminalize PLWH.
Judicial trainings for judges on HIV criminalization.




HIV IS NOT A CRIME
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Gilead in partnership with a variety of advocacy groups has undertaken a variety of actions to decriminalize HIV – here is one example



RESOURCES

1.The Center for HIV Law and Policy: HIV Criminalization in the 
United States 

2.The Center for HIV Law and Policy: Criminal Law web page 
and resource bank

3.The Center for HIV Law and Policy: The Science of HIV for 
Lawyers and Advocates

•
https://www.hivlawandpolicy.org/

Presenter
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Background on HIV Criminalization in U.S.
The following resources provide a broad overview of HIV criminalization in the United States. Specifically, these resources address the science of HIV, provide background literature on the history and practices of HIV criminalization, and the current status of HIV criminalization laws and statutes in the United States.




STATE LAW

DISCLOSURE OF HIV TEST RESULTS



TESTING ISSUES

• Is written informed consent required?
• Can results be issued in response to a subpoena?
• Must a sexual partner be notified of results?
• Must positive test results be reported to local health department?
• Must the patient’s name be included?
• Can a test be mandatory?

Presenter
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Results vary in every state - 
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HIV Law and Policy has this resource on identifying testing and treatment information for all 50 states
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Require the Reporting of All CD4 Counts, Viral Loads, and Molecular Data (n=21)
Require the Reporting of All CD4 Counts, and Viral Loads (n=22)
Do Not Require the Reporting of All CD4 Counts, Viral Loads, or Molecular Data (n=3)
Require the Reporting of All CD4 Counts, Viral Loads, and Molecular Data, but Do Not Have Complete Reporting of Laboratory Data to CDC (n=7)
Require the Reporting of All CD4 Counts, and Viral Loads, but Do Not Have Complete Reporting of Laboratory Data to CDC (n=7)




TESTING ISSUES

• INFORMED CONSENT 
• ANONYMOUS TESTING 
• TESTING FOR MINORS 
• PARTNER NOTIFICATION REQUIRED
• POST-TEST COUNSELING 

Presenter
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INFORMED CONSENT According to the 9th Edition of Black’s Law Dictionary, informed consent is “[a] patient's knowing choice about a medical treatment or procedure, made after a physician or other healthcare provider discloses whatever information a reasonably prudent provider in the medical community would give to a patient regarding the risks involved in the proposed treatment or procedure. — Also termed KNOWING CONSENT.” Some states accept either oral or written consent. 

ANONYMOUS TESTING Some states offer anonymous HIV testing in which you can be tested without the results being attached to your name or other personal information. This may only be offered at specific locations, so be sure to ask if your testing facility offers anonymous testing before completing any paperwork and testing is conducted. 

TESTING FOR MINORS All 50 states allow minors to receive STI testing without parental consent. However, only 32 states allow minors to specifically consent to HIV testing without a parent. It is important to note that the age of minority varies from state to state for STI and HIV testing. Additionally, health care providers in many states may inform a minor’s parents of his or her HIV status but are not required to. Iowa is the only state that requires health care providers to notify the parents of a minor who tests positive for HIV

PARTNER NOTIFICATION REQUIRED: In some states, those who are HIV-positive must disclose their HIV status to sexual partners or needle-sharing partners, and individuals who fail to do so may face legal repercussions. HIV criminalization laws vary by state – review your specific state laws at hivlawandpolicy.org. 

POST-TEST COUNSELING Some states offer counseling after HIV testing. In some cases, counseling is only available for those that receive a positive test. It is also important to note that post-test counseling may be a requirement in your state. 


PARTNER NOTIFICATION REQUIRED: In some states, those who are HIV-positive must disclose their HIV status to sexual partners or needle-sharing partners, and individuals who fail to do so may face legal repercussions. HIV criminalization laws vary by state – review your specific state laws at hivlawandpolicy.org. POST-TEST COUNSELING Some states offer counseling after HIV testing. In some cases, counseling is only available for those that receive a positive test. It is also important to note that post-test counseling may be a requirement in your state. 



SUMMARY OF CALIFORNIA TESTING 
LAW

Perinatal HIV testing West’s Ann. Cal. Health & Safety Code §125085external 
icon
West’s Ann. Cal. Health & Safety Code §125090external 
icon
West’s Ann.Cal.Health & Safety Code § 125107external icon

HIV testing in the general population CAL. HEALTH & SAFETY CODE § 120990external icon
Cal. Health & Safety Code § 120895external icon

Laboratory reporting laws West’s Ann. Cal. Health & Safety Code § 121023external 
icon
17 CCR § 2643.5external icon

https://law.onecle.com/california/health/125085.html
https://law.onecle.com/california/health/125090.html
https://law.onecle.com/california/health/125107.html
http://leginfo.legislature.ca.gov/faces/codes_displaySection.xhtml?lawCode=HSC&sectionNum=120990
https://codes.findlaw.com/ca/health-and-safety-code/hsc-sect-120895.html
http://codes.findlaw.com/ca/health-and-safety-code/hsc-sect-121023.html
https://govt.westlaw.com/calregs/Document/I62DB76E0BA1F11E4B047E81FC17CBBB4?viewType=FullText&originationContext=documenttoc&transitionType=CategoryPageItem&contextData=(sc.Default)


CALIFORNIA TESTING 

• Informed Consent Required:
• No

• Pre-Test Counseling:
• No

• Post-Test Counseling (Only for HIV Diagnosis):
• Yes
• Counseling must be offered to a patient with a confirmed HIV positive test. Counseling must be 

offered to notified partners and contacts.
• Anonymous Testing Available:

• Yes
• Testing must be made available anonymously. Free anonymous testing is available at designated 

anonymous testing sites.
• Partner Notification Required:

• Yes
• Notification to sexual and needle sharing partners of possible exposure to HIV is required.

Presenter
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Review each 

 Although informed consent is a legal concept rather than a medical one, many states use definitions of "informed consent" for purposes of HIV testing and medical procedures that in fact are inconsistent with the accepted legal definition, e.g., they do not require that an individual receive information or sometimes even notification that they are about to be tested for HIV. California Health & Safety Code §121025(e) provides for a civil penalty of up to $2,500 for each negligent unauthorized disclosure of  the contents of any confidential public health record and $5,000 to $10,000 for each willful disclosure.  A negligent or willful disclosure that results in economic, bodily, or psychological harm to the test subject is a misdemeanor punishable by imprisonment of up to one year and/or a fine of up to $25,000.  Civilly, that person is liable to the patient for actual damages for economic, bodily or psychological harm caused by the illegal disclosure.
Generally, disclosure of HIV test results is not permitted without the written consent of the person. This is the rule in the context of public health, health care, medical records and researchrelated records. State laws, however, carve out exceptions to this general rule. Understanding the 6 law regarding confidentiality thus requires understanding the scope of these exceptions. Public HIV-related records with identifying information are confidential and may not be disclosed, except with written authorization of the persons named in the record.10 For minors below 12 years old, the parent, guardian or other person lawfully authorized to make health care decisions on their behalf must generally provide written authorization for a physician to disclose the minor child’s test results.11 Some common exceptions to the written authorization requirement apply to physicians who ordered an HIV test.12 They may record the result and/or disclose it to other providers working to provide care or treatment to the patient.13 Test results can also be shared with a patient’s legal representative(s).14 Another exception includes circumstances when emergency response employees and their designated officers, all of whom are subject to confidentiality requirements, may have been exposed to HIV.15 The more notable exceptions are described further. Partner Notification Exception As long as the patient’s identity is kept confidential, a physician or surgeon may disclose the results of a confirmed HIV-positive test result to the patient’s spouse, sexual or hypodermic needle-sharing partner(s) to facilitate medical diagnosis and care or to prevent transmission.16 A physician or surgeon is allowed to make this disclosure but is not required to do so.17 If a physician or surgeon decides to move forward with disclosure, before such disclosure, the physician or surgeon must have first done the following: • discussed the result with the patient and offered counseling, • attempted to get the patient’s consent to notify potentially affected contacts, and • informed the patient of intent to notify the affected individuals. 18 Physicians or surgeons may opt for a local health officer or agency staff to conduct partner notifications.19 These services may alert spouses, sexual or hypodermic needle-sharing partner(s) about potential exposure without disclosing the identity of the HIV-positive person.20 Information of partners contacted will be kept confidential.21 After referring partners to appropriate care, records are expunged by the local health officer.22 Public Health-Related Disclosures In general, the identity of a person being tested for HIV is protected from disclosure in the course of any state, county, city, or other local civil, criminal, administrative, legislative, or other proceedings.23 Exceptions to this law are many. They include the following: • cases where there is written consent from the person, • disclosure of HIV-positive test results for mandated reporting to local health officers, • reporting HIV-positive test results in the context of blood donation, and • when state or local public health agencies find disclosure necessary for disease investigation, surveillance, and control.24 State and local health department employees and contractors must sign confidentiality agreements and understand the penalties if they engage in the unauthorized breach of confidentiality.25 When there is a disclosure that is not permitted in exceptions described in the law, penalties include possible criminal prosecution and/or fines.26 The severity of the California HIV/AIDS Policy Research Centers 7 punishment depends on whether the disclosure was done negligently, willfully, or maliciously.27 



CALIFORNIA – WHEN TESTS MAY BE 
DISCLOSED

• (a) To the subject of the test or the subject’s legal representative, 
conservator, or to any person authorized to consent to the test 

• (b) To a test subject’s provider of health care
• (c) To an agent or employee of the test subject’s provider of 

health care who provides direct patient care and treatment.
• (d) To a provider of health care who procures, processes, distributes, 

or uses a human body part 
• (e) (1) To the designated officer of an emergency response 

employee, and from that designated officer to an emergency response 
employee regarding possible exposure to HIV or AIDS. . .



CALIFORNIA PENALTIES FOR 
DISCLOSURE
CMIA - California Civil Code §§ 56-
56.37.
• Prohibits disclosure without 

consent
• Governs how information is 

stored
• Damages

• Nominal and actual damages
• Administrative fine

H&S 120975, 12080
• Prohibits disclosure of HIV test 

results
• What does that mean?

• Penalties
• Negligence per se
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CMIA prohibits a health care provider, health care service plan, or contractor from disclosing medical information regarding a patient, enrollee, or subscriber without first obtaining an authorization, except as specified.
CMIA requires a health care provider, health care service plan, pharmaceutical company, or contractor who creates, maintains, preserves, stores, abandons, destroys, or disposes of medical records to do so in a manner that preserves the confidentiality of the information contained within those records.
CMIA defines “medical information” to mean any individually identifiable information, in electronic or physical form, in possession of or derived from a provider of health care, health care service plan, pharmaceutical company, or contractor regarding a patient’s medical history, mental or physical condition, or treatment. “Individually identifiable” means that the medical information includes or contains any element of personal identifying information sufficient to allow identification of the individual, such as the patient’s name, address, electronic mail address, telephone number, or social security number, or other information that reveals the individual’s identity.
Any individual may bring an action against any person or entity that has negligently released confidential information or records, for either or both nominal damages of $1,000 and the amount of actual damages, if any, sustained by the patient. It shall not be necessary to prove that the plaintiff suffered or was threatened with actual damages to recovery nominal damages.
Any person or entity who knowingly and willfully obtains, discloses, or uses medical information in violation of CMIA shall be liable for an administrative fine not to exceed $2,500 per violation.
---------
120975.
  To protect the privacy of individuals who are the subject of testing for human immunodeficiency virus (HIV), the following shall apply:
Except as provided in Section 1603.1, 1603.3, or 121022, no person shall be compelled in any state, county, city, or other local civil, criminal, administrative, legislative, or other proceedings to identify or provide identifying characteristics that would identify any individual who is the subject of an HIV test, as defined in subdivision (c) of Section 120775.
(Amended by Stats. 2013, Ch. 445, Sec. 1. (SB 249) Effective January 1, 2014.)
120980.
  (a) Any person who negligently discloses results of an HIV test, as defined in subdivision (c) of Section 120775, to any third party, in a manner that identifies or provides identifying characteristics of the person to whom the test results apply, except pursuant to a written authorization, as described in subdivision (g), or except as provided in Section 1603.1, 1603.3, or 121022 or any other statute that expressly provides an exemption to this section, shall be assessed a civil penalty in an amount not to exceed two thousand five hundred dollars ($2,500) plus court costs, as determined by the court, which penalty and costs shall be paid to the subject of the test.
(b) Any person who willfully or maliciously discloses the results of an HIV test, as defined in subdivision (c) of Section 120775, to any third party, in a manner that identifies or provides identifying characteristics of the person to whom the test results apply, except pursuant to a written authorization, as described in subdivision (g), or except as provided in Section 1603.1, 1603.3, or 121022 or any other statute that expressly provides an exemption to this section, shall be assessed a civil penalty in an amount not less than five thousand dollars ($5,000) and not more than ten thousand dollars ($10,000) plus court costs, as determined by the court, which penalty and costs shall be paid to the subject of the test.
(c) Any person who willfully, maliciously, or negligently discloses the results of an HIV test, as defined in subdivision (c) of Section 120775, to a third party, in a manner that identifies or provides identifying characteristics of the person to whom the test results apply, except pursuant to a written authorization, as described in subdivision (g), or except as provided in Section 1603.1, 1603.3, or 121022 or any other statute that expressly provides an exemption to this section, that results in economic, bodily, or psychological harm to the subject of the test, is guilty of a misdemeanor, punishable by imprisonment in the county jail for a period not to exceed one year, or a fine of not to exceed twenty-five thousand dollars ($25,000), or both.
(d) Any person who commits any act described in subdivision (a) or (b) shall be liable to the subject for all actual damages, including damages for economic, bodily, or psychological harm that is a proximate result of the act.
(e) Each disclosure made in violation of this chapter is a separate and actionable offense.





Minor’s Autonomous 
Consent

Presenter
Presentation Notes
A minor is a person who is under the legal age of full legal rights and responsibilities. CDC assessed the statutes and regulations (laws) addressing a minor’s legal right to provide informed consent to receive  STD and/or HIV services  without the consent, knowledge, or involvement of a parent  or guardian, in each of the 50 states and the District of Columbia (jurisdictions). Jurisdictions have different types of laws, and the age at which the minor has the legal right to provide informed consent to receive STD or HIV services varies by jurisdiction:
Laws that explicitly allow a minor to give informed consent to receive STD diagnosis and treatment, and/or prevention
Laws that explicitly allow a minor to give informed consent to HIV testing, treatment, and/or prophylaxis, including pre-exposure prophylaxis (PrEP), or
Laws that allow a minor to give informed consent to general health care, services, or procedures
As of 2020, all jurisdictions have laws that explicitly allow a minor of a particular age (as defined by each state) to give informed consent to receive STD diagnosis and treatment services. In some jurisdictions, a minor might be legally allowed to give informed consent to receive specific STD or HIV services, including PrEP, even if the law is silent on those disease-related services.  For example, HIV services might be interpreted as being included under STD services, and prevention might be interpreted as being included under a broad definition of treatment or services.




CDC TABLE

• As of 2020, all jurisdictions have laws that explicitly allow a 
minor of a particular age (as defined by each state) to give 
informed consent to receive STD diagnosis and treatment 
services. 

• In some jurisdictions, a minor might be legally allowed to 
give informed consent to receive specific STD or HIV services, 
including PrEP, even if the law is silent on those disease-
related services. 
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Materials Included

A minor is a person who is under the legal age of full legal rights and responsibilities. CDC assessed the statutes and regulations (laws) addressing a minor’s legal right to provide informed consent to receive  STD and/or HIV services  without the consent, knowledge, or involvement of a parent  or guardian, in each of the 50 states and the District of Columbia (jurisdictions). Jurisdictions have different types of laws, and the age at which the minor has the legal right to provide informed consent to receive STD or HIV services varies by jurisdiction:
Laws that explicitly allow a minor to give informed consent to receive STD diagnosis and treatment, and/or prevention
Laws that explicitly allow a minor to give informed consent to HIV testing, treatment, and/or prophylaxis, including pre-exposure prophylaxis (PrEP), or
Laws that allow a minor to give informed consent to general health care, services, or procedures
As of 2020, all jurisdictions have laws that explicitly allow a minor of a particular age (as defined by each state) to give informed consent to receive STD diagnosis and treatment services. In some jurisdictions, a minor might be legally allowed to give informed consent to receive specific STD or HIV services, including PrEP, even if the law is silent on those disease-related services.  For example, HIV services might be interpreted as being included under STD services, and prevention might be interpreted as being included under a broad definition of treatment or services.




HIV TESTING IN PRISONS

• Types of prison HIV testing policies:
• Conducted on all prisoners upon admission, conviction, and/or prior to release, 

without informed consent.
• Considered a standard part of a medical examination on admission, conviction, or 

prior to release. Recommended to all prisoners.
• offered and recommended to all prisoners on admission, conviction, or prior to 

release, but is only undertaken if prisoners specifically agree to the test (“opt-in” to 
testing).

• HIV testing is offered to prisoners on admission, conviction, or prior to release, but it 
is not recommended 

• Prisoners can receive a test—at any time or only under certain circumstances—if 
they actively request it, but it is not offered to them.

• Prisoners have no access to HIV testing and counselling.
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Prison systems have typically adopted one of the following kinds of HIV testing policies:
HIV testing is conducted on all prisoners upon admission, conviction, and/or prior to release, without informed consent (compulsory testing, often also called mandatory testing).3 Prisoners may or may not be informed, aware, or later recall that an HIV test is/was being conducted.
HIV testing is considered a standard part of a medical examination on admission, conviction, or prior to release. It is recommended to all prisoners (or to so-called “at-risk prisoners”) and undertaken unless they explicitly decline the test (“opt-out of testing).
HIV testing is offered and recommended to all prisoners on admission, conviction, or prior to release, but is only undertaken if prisoners specifically agree to the test (“opt-in” to testing).
HIV testing is offered to prisoners on admission, conviction, or prior to release, but it is not recommended (prisoners are not encouraged to take the test).
Prisoners can receive a test—at any time or only under certain circumstances—if they actively request it, but it is not offered to them (testing on demand).
Prisoners have no access to HIV testing and counselling.

he WHO Guidelines on HIV Infection and AIDS in Prisons (1993) state:
10.Compulsory testing of prisoners for HIV is unethical and ineffective, and should be prohibited.
11.Voluntary testing for HIV infection should be available in prisons when available in the community, together with adequate pre- and post-test counselling. Voluntary testing should only be carried out with the informed consent of the prisoner. Support should be available when prisoners are notified of test results and in the period following.
12.Test results should be communicated to prisoners by health personnel who should ensure medical confidentiality.
The 2006 Framework for an Effective National Response to HIV in prisons says that prison systems should (UNODC/WHO/UNAIDS, 2006):
62.Provide access to voluntary, confidential HIV testing with counselling for prisoners where such testing is available in the outside community. This should include access to anonymous HIV testing in jurisdictions where such testing is available outside of prisons.
63.Ensure prisoners are provided with sufficient information to enable them to make an informed choice about whether to undertake test or to refuse testing if they so choose.
64.Ensure well-informed pre- and post-test counselling as a mandatory component of HIV testing protocols and practice, and ensure effective support is available to prisoners when receiving test results and in the period following.
65.Ensure the confidentiality of HIV test results of prisoners.
66.Ensure that informed consent and pre- and post-test counselling are mandatory for all HIV testing practices in prisons—including diagnostic testing, the use of rapid test kits, and testing as part of post-exposure prophylaxis protocols.

This HIV Policy Resource Bank category contains materials that address HIV in correctional settings as it relates to testing, treatment access, harm reduction, youth, immigrants, disability benefits, and other related human rights concerns.



MANDATORY TESTING IN UNITED 
STATES
• HIV testing is mandatory in the U.S.:

• blood and organ donors;
• military applicants and active duty personnel;
• federal and state prison inmates under certain circumstances;
• and newborns in some states.

• As of January 2010, HIV testing is no longer mandatory for 
those wishing to emigrate to the United States or for 
refugees.
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FDA, “Keeping Blood Transfusions Safe: FDA's Multi-layered Protections for Donated Blood,” Publication No. FS 02-1; February 2002.

U.S. Department of Defense, Instruction Number 6485.01; October 2006.

U.S. Federal Bureau of Prisons, Legal Resource Guide to the Federal Bureau of Prisons; November 2008.

U.S. Department of Justice, Bureau of Justice Statistics, HIV in Prisons, 2007-2008; December 2009.
 KFF/NASTAD, The National HIV Prevention Inventory; July 2009.

←CDC, “Final Rule Removing HIV Infection from U.S. Immigration Screening.”
�



EXCEPTIONS TO RIGHT 
TO PRIVACY



WHEN THERE IS NO RIGHT TO 
PRIVACY

• Disclosures with consent or voluntarily
• Disclosures required by law
• Disclosures in the public interest
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For next program but a brief overview of issues

Exceptions to public health information confidentiality -- their nature, number, and extent -- determine the amount of protection afforded HIV-related information. 

These exceptions may be mandatory or permissible, numerous or limited, and broad or specific. 

The most common statutory exceptions allow disclosures to: health care providers (forty-three states); sexual or needle-sharing partners (thirty-seven states); parties with a subpoena or court order (twenty-nine states); blood banks or organ donors (twenty-two states); epidemiologists or other researchers (twenty-two states); correctional facilities (fourteen states); school officials (twelve states); HMOs, or health care or mental health facilities (fourteen states); and insurance companies (eight states). 
�In many states, health care providers or first responders who have been occupationally exposed may obtain a patient's HIV test results or request that the patient be tested. Several of these states specify narrow criteria for disclosure or testing (e.g., prompt reporting of the occupational exposure; a determination that the exposure was capable of transmitting HIV; a completed incident report; and the consent of the exposed worker to baseline testing). Some states also require the exposed worker's employer to bear the costs of testing, or limit the circumstances under which the test results may be documented in the patient record.\



DISCLOSURES WITH CONSENT 
– EXPRESS OR IMPLIED

• Written authorization
• Applies only to what is waived

• Voluntary disclosure
• Litigation

• Waiver applies only to relevant injury
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Written authorization – Maliq

If the patient expressly consents to disclosure, a doctor is relieved from the duty of confidence. Consent may be explicit or implied. The patient must have the necessary capacity to consent, that is, understand, retain, and balance the information, and also communicate their decision.




DISCLOSURES REQUIRED BY LAW

• Reporting of cases
• Judicial or administrative proceedings by subpoena 
• Law enforcement requesting subpoena or by court order
• Litigation
• Inmates non-prison health information

• Consider protective orders
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Will be discussed in detail in next program but to just to let you know�

All states currently require reporting of cases of AIDS as currently defined by the Centers for Disease Control and Prevention (CDC). Forty-one states, according to the materials obtained for this survey, also require health care providers, laboratories, blood banks, hospitals, and sometimes other institutions and individuals to report cases of HIV infection to the state or local health department.

Many states require named reporting of HIV infection. In other states reporting of HIV infection is anonymous. In a few states reporting is anonymous unless set criteria are met. For example, in Oregon reporting is generally anonymous unless the person infected with HIV fits into one of seven categories. These include patients who have donated blood or tissue in the last year; have a criminal record involving sexual offenses; are children under six years of age, or under twenty-one if they qualify for special education; have tuberculosis; request assistance in notifying partners; or refuse to notify their partners and their partners fit other criteria

New York, for example, specifies sixteen general situations in which information holders may disclose HIV test results, four circumstances in which county or local health officers may do so, and a set of criteria under which physicians may disclose this information. California lists more than a dozen instances that will trigger the release of test results. This includes disclosure to victims of sexual assault; assaulted peace officers, correctional officers, or inmates; parole or probation officers; local law enforcement officers; auditors of scientific research; public health agencies; and blood and plasma banks, blood donors, and blood or organ recipients.�




PUBLIC INTEREST DISCLOSURES

• California – may not be disclosed without written consent 
• HIV-related research

• HIV Test results are required to be reported to CDPH

• Medical emergency
• Investigation by CDPH



ONE STATUTORY MESS
COOPER V. FAA



DRAMATIS PERSONAE

Hon. Vaughn Walker
N. D. CA.

Hon. Milan Smith
9th Circuit

Hon.  Samuel Alito
United States Supreme Court
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Vaughn Walker – Prop 8 Judge
Milan Smith – son of a famous Mormon
Samuel Alito – well . . .



STANMORE CAWTHON COOPER

Presenter
Presentation Notes
Born and raised in the South
Suffered for being gay in the South
Worked for the social security administration
Passion was flying airplanes

1964 – receives Private Pilot Certificate
1985 – diagnosed with HIV – grounds himself because of FAA ban
July 1994 – applies for 3rd Class Medical Certificate
August 1995 – becomes sick with AIDS, files for disability with SSA providing 200+ pages of his medical records
1996 – gets experimental therapy and recovers from AIDS
1998 – FAA permits HIV pilots to fly – does not publish rules
1998 – Cooper applies for medical certificate – does not disclose HIV
2000 – FAA publishes HIV criteria
2000 – 2002 – 2004 – Cooper applies for medical certificates – does not disclose HIV





THE PRIVACY ACT – 5 U.S.C. 552a 
(1974)
b) CONDITIONS OF DISCLOSURE.—No agency shall disclose any record which is 
contained in a system of records by any means of communication  . . . to 
another agency, except pursuant to a written request by, or with the prior 
written consent of, the individual to whom the record pertains, unless
disclosure of the record would be—

. . . .
(3) for a routine use as defined  . . . ; or
. . . . .
(7) to another agency . . .for a civil or criminal law enforcement activity if the activity 
is authorized by law, and if the head of the agency or instrumentality has made a 
written request to the agency which maintains the record specifying the particular 
portion desired and the law enforcement activity for which the record is sought;
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History of the Privacy Act

In 1973, the Department of Health, Education, and Welfare (HEW) issued a report entitled Records, Computers, and the Rights of Citizens. This report recommended that Congress enact legislation adopting a Code of Fair Information practice for automated personal data systems

Subsection (a)(7) simply defines "routine use" as "the use of such record for a purpose which is compatible with the purpose for which it was collected." Note that a routine use does not have to be a purpose identical to the purpose for which the record was collected, only a compatible purpose.



THE PRIVACY ACT - REMEDIES

(g)(1) CIVIL REMEDIES.—Whenever any agency
. . . 

(D) fails to comply with any other provision of this section . . .in such a way as to have an adverse effect 
on an individual, the individual may bring a civil action against the agency . . . 

. . . 
(4) In any suit brought under the provisions . . . of this section in which the 

court determines that the agency acted in a manner which was intentional 
or willful, the United States shall be liable to the individual in an amount 
equal to the sum of—

(A) actual damages sustained by the individual as a result of the refusal or failure, but in 
no case shall a person entitled to recovery receive less than the sum of $1,000; 
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the reference in § 552a(g)(1)(D) to "adverse effect" acts as a term of art identifying a potential plaintiff who satisfies the injury-in-fact and causation requirements of Article III standing, and who may consequently bring a civil action without suffering dismissal for want of standing to sue. See Director, Office of Workers' Compensation Programs v. Newport News Shipbuilding & Dry Dock Co., 514 U. S. 122, 126 (1995) – Doe v. Chao, 540 US 614

Doe v. Chao, 540 U.S. 614 (2004), is a decision by the United States Supreme Court that interpreted the statutory damages provision of the Privacy Act of 1974.
Prior to the case, lower federal courts had split over whether plaintiffs whose rights were violated were automatically entitled to the statutory minimum damages award of $1000, or whether those plaintiffs had to prove that they had suffered at least some actual damage from the privacy breach (which would then be raised to $1000 if their actual damages were less than that).
The Court's 6-3 decision determined that the latter interpretation was correct; as a result, it will be more difficult for a plaintiff to prevail as he or she must now prove both a violation and some damages before being entitled to recovery.




OPERATION SAFE PILOT

National security or violation of Privacy Act



OPERATION SAFE PILOT

OSP – December 2005

“. . . The purpose of the review . . . 
was intended to ensure that pilots 
with FAA licenses were who they 
claimed to be.”

• Declaration of Jonatan L Lasher

OSP – August 6, 2002

“Identifies and targets active 
pilots who have falsified FAA 
required medical records claiming 
they are in good health in order to 
receive a pilot’s medical certificate 
and at the same time claiming 
they have a disabling medical 
condition to the Social Security 
Administration.”
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July 31, 2003 – OSP conditionally approved 
Four phases:
July 2002 - DOT-OIG sends data on all pilots to SSA-OIG to match SSN
November 2003  - DOT-OIG sends data on 45,398 Northern California pilots to SSA-OIG to match SSN
March 2004 - Second run by SSA-OIG 
Identifies names and SSN for 45,398 pilots in Northern California
Spreadsheet with pilots who received  Title II benefits – Stan Cooper
Spreadsheet identify pilots who made Title XVI benefits 
Final review to narrow list to 226 pilots including Mr. Cooper who was identified as having AIDS




OSP AND MR. COOPER

• October 25, 2014 – DOT-OIG and SSA-OIG get Cooper’s 38 page FAA 
file and 230 pages in Social Security file

• January 19, 2005 – Cooper’s records reviewed by FAA surgeon
• No knowledge or training about HIV/AIDS
• Recommends emergency revocation

• March 22, 2005 - Special Agents interview Mr. Cooper in Starbucks, 
show him his records, give him revocation order, and take his pilot 
certificate and log book

• April 1, 2005 – DOT-OIG opens case against Cooper
• August 15, 2005 – DOT-OIG opens an investigative file against Cooper



COOPER INDICTED AND PLEA 
BARGAINS
• August 30, 2005 – Cooper indicted for four felonies – making false 

statements to FAA

• US Attorney issues press release

• KGO-TV – Cooper learns he has been indicted - “Lying Pilot with HIV”

• March 7, 2006 – pleads guilty to single misdemeanor before Judge 
Vaughn Walker

• $1000 fine and two years unsupervised probation



THE IMPACT OF VIOLATION OF 
COOPER’S PRIVACY RIGHTS

Mr. Cooper
• Because of ostracism in the South 

told very few about orientation 
and HIV status

• As employee of SSA, felt betrayed
• Anxious about who knew
• Learned about indictment from 

KGO-TV
• “Lying Pilot” news segment
• Pilots indicted for lying about 

schizophrenia, drug addiction and 
disease

• Mortification and extreme 
embarrassment

Psychiatrist
• Anxiety Disorder NOS – Experienced:

• Event threatened his integrity and future
• Reduction in awareness of surroundings
• Symptoms of emotional avoidance
• Increased symptoms of sleeplessness, 

irritability and  restlessness
• Feelings of humiliation, sexual withdrawal 

and ostracism



OSP IN THE COURTS

RICH IN IRONY



COOPER V. FEDERAL AVIATION 
ADMINISTRATION, et al.

OR WHAT ARE ACTUAL DAMAGES FOR VIOLATION OF THE PRIVACY ACT



THE LITIGATION

• March 8, 2007 – Complaint filed based on Privacy Act and Violation of 
Article 1, Section 1 of the California Constitution

• March 2007 – April 28, 2008 – discovery
• Cooper’s damages were limited to emotional distress of being outed
• Admissions – None of the routine uses apply
• Government failed to comply with its own guidelines
• July 2007 - FAA admits to Congress that failed to give proper notice



MOTIONS FOR SUMMARY JUDGMENT –
COMPLAINT DISMISSED

• “ . . .the court finds that the SSA-OIG’s transmission of Cooper’s 
records to another agency without his prior consent was unlawful 
under 5 USC 552a(b)”

• Triable issue as to whether the Privacy Act violations were willful

• “. . . While allegations of mental distress are sufficient to establish that Cooper 
meets the ‘adverse effect’ standing requirement, they are insufficient to meet 
the requirement of actual damages”
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Harks back to “Permissible disclosure “reflects a societal determination that records containing information knowingly and voluntarily submitted to one agency are not protected from disclosure to another agency without a warrant or consent when such disclosure is made for the purposes of law enforcements. . . Society is not prepared to accept that expectation as reasonable.”




THE ACTUAL DAMAGES CONUNDRUM

The Statute

• If the Privacy Act is violated, the United 
States is liable in an amount equal to the 
sum of –

• (A) actual damages sustained by the 
individual . . .

The Trial Court
• “Actual damages” is facially ambiguous

• “[w]hen ‘analyzing whether Congress has 
waived the immunity of the United States, 
[courts] must construe waivers strictly in 
favor of the sovereign * * * and not enlarge 
the waiver beyond what the language 
requires.’”

• “ . . . Ambiguity as to whether [the Act’s] 
provision for actual damages includes mental 
distress without evidence of pecuniary 
damages must be resolved in favor of the 
government defendants.”
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Hearkens back to 



THE NINTH CIRCUIT
THE CLARITY OF ACTUAL DAMAGES



UNANIMOUSLY  REVERSED AND 
REMANDED

• Held: “ . . . Actual damages . . . encompasses both pecuniary and 
nonpecuniary damages”
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Doe v. Chow
There is no plain meaning 
Look to language, structure and purpose of entire statute:
Congress:
“The right of privacy is a personal and fundamental right protected by the Constitution”
If violated agencies will “be subject to civil suit for any damages”
Supreme Court:
In privacy cases “the primary damage is the mental distress from having been exposed to public view.” Time Inc. v. Hill
“[Privacy] Act violations commonly cause fear, anxiety, or other emotional distress . . .and that in such cases, ‘emotional distress is generally the only harm the claimant suffers.” Doe v. Chow
 Circuit Courts – 1st,  3rd, 4th,  9th, 10th, and DC Circuits – emotional harm is an adverse effect under the statute




UNANIMOUSLY  REVERSED AND 
REMANDED
• Extrinsic Sources

• Legislative history is “murky, ambiguous and contradictory”
• Fair Credit Reporting Act – 15 USC 1681 et seq – 1970

• Private right of action for actual damages
• Actual damages include emotional distress – 2nd, 4th, 5th and 9th Circuits

• Sovereign Immunity
• The waiver is unequivocally expressed
• Clear intent is found “in the statute itself – its purpose, structure, and 

language – and external support in the language and construction of FCRA”
• Trial court’s error: “ . . . relied on the sovereign immunity canon alone, 

to the exclusion of traditional tools of statutory construction”



FED. AVIATION ADMIN. V. COOPER 
IN UNITED STATES SUPREME 
COURT 

131 S. Ct. 1441 (2012)



THE OPINION

Majority
• J Alito (delivered opinion)
• C J Roberts

• J Scalia
• J Kennedy
• J Thomas

Dissent
• J Sotomayor (filed dissent)
• J Ginsburg

• J Breyer
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Kagan recused

We shaped argument for Kennedy



THE MAJORITY

• Holding: “Actual Damages” does not include damages for 
mental or emotional distress

• Waiver of sovereign immunity in Privacy Act is not unequivocal

Presenter
Presentation Notes
Doe v. Chao – “actual damages” parallels libel per quod and slander – general damages can be recovered if “special harm” is proved  -  actual damages = pecuniary damages
Privacy Protection Study Commission – “left the question of general damages . . .for another day”
Congress removed “general damages” and foreclosed recovery for nonpecuniary harm
FCRA and FHA – “actual damages” means different things in different contexts
Absurd results? No – “Congress intended to cabin relief, not to maximize it”


Libel per quod means because of circumstance. In libel per quod the libel may be the result of an inference. Usually a word or a phrase may be harmless by itself but becomes a libel when read with a particular circumstance the that is known as libel per quod.



THE DISSENT

“After today, no matter how debilitating and substantial the resulting 
mental anguish, an individual harmed by a federal agency’s intentional 
or willful violation of the Privacy Act will be left without a remedy 
unless he or she is able to prove pecuniary harm. 

“That is not the result Congress intended when it enacted an Act with 
the express purpose of safeguarding individual privacy against 
Government invasion. And it is not a result remotely suggested by 
anything in the text, structure, or history of the Act.”
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This from AVERT – 

The fight is a daily fight – and in fighting for those whose privacy has been invaded and whose fundamental rights have been denied.

Fight the fight – understand the science – know the facts



CALL NOW

Call (202) 224-3121 and a 
switchboard operator will 
connect you directly with the 
Senate office you request.
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The Equality Act will update existing federal nondiscrimination laws, including the Civil Rights Act of 1964 and the Fair Housing Act, to confirm that discrimination based on sexual orientation or gender identity is unlawful based on sex. For 47 years, our community has made multiple attempts to pass of the Equality Act — we’re now the closest we’ve ever been to passing the bill thanks to the trail blazed by Lambda Legal in courtrooms across the country.��We now call on the Senate to pass the Equality Act to provide LGBTQ+ people full, fair, and comprehensive protections under the law. We need you to contact your senators and urge them to support this bill. Call (202) 224-3121 and a switchboard operator will connect you directly with the Senate office you request.�



CONCLUSION

Presenter
Presentation Notes
The scabs in the US have been scrapped off. HIV/AIDS stigmas exist more so than ever; the surface has changed but irrational hatred persists



	SAME AS IT EVER WAS
	PROGRAM OVERVIEW	
	DEFINITION OF PRIVACY
	STIGMA AND FEAR
	CONSTITUTIONAL RIGHT TO PRIVACY
	UNITED STATES CONSTITUTION
	STATE CONSTITUTIONAL RIGHTS TO PRIVACY
	CALIFORNIA CONSTITUTION�ARTICLE 1, SECTION 1
	STORM WARNINGS
	FEDERAL STATUTES
	TWO FEDERAL LAWS
	STATE LAWS
	CRIMINALIZATION OF HIV
	CRIMINALIZED OR CONTROLLED BEHAVIORS
	EXAMPLES OF CRIMINILIZATION
	CALIFORNIA
	RESPONSES
	GILEAD’S 2020-2022 HIV Anti-Criminilization Initiatives
	HIV IS NOT A CRIME
	RESOURCES
	STATE LAW
	TESTING ISSUES
	Slide Number 23
	Slide Number 24
	TESTING ISSUES
	SUMMARY OF CALIFORNIA TESTING LAW
	CALIFORNIA TESTING 
	CALIFORNIA – WHEN TESTS MAY BE DISCLOSED
	CALIFORNIA PENALTIES FOR DISCLOSURE
	Minor’s Autonomous Consent�
	CDC TABLE
	HIV TESTING IN PRISONS
	MANDATORY TESTING IN UNITED STATES
	EXCEPTIONS TO RIGHT TO PRIVACY
	WHEN THERE IS NO RIGHT TO PRIVACY
	DISCLOSURES WITH CONSENT �– EXPRESS OR IMPLIED
	DISCLOSURES REQUIRED BY LAW
	PUBLIC INTEREST DISCLOSURES
	ONE STATUTORY MESS
	DRAMATIS PERSONAE
	STANMORE CAWTHON COOPER
	THE PRIVACY ACT – 5 U.S.C. 552a (1974)
	THE PRIVACY ACT - REMEDIES
	OPERATION SAFE PILOT
	OPERATION SAFE PILOT
	OSP AND MR. COOPER
	COOPER INDICTED AND PLEA BARGAINS
	THE IMPACT OF VIOLATION OF COOPER’S PRIVACY RIGHTS
	OSP IN THE COURTS
	COOPER V. FEDERAL AVIATION ADMINISTRATION, et al.
	THE LITIGATION
	MOTIONS FOR SUMMARY JUDGMENT – COMPLAINT DISMISSED
	THE ACTUAL DAMAGES CONUNDRUM
	THE NINTH CIRCUIT
	UNANIMOUSLY  REVERSED AND REMANDED
	UNANIMOUSLY  REVERSED AND REMANDED
	Fed. Aviation Admin. v. Cooper IN UNITED STATES SUPREME COURT 
	THE OPINION
	THE MAJORITY
	THE DISSENT
	Slide Number 61
	CALL NOW
	CONCLUSION

