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Please respond to esummy@os.dhhs.gov 

Record Type: Record

To: jennings_c @ a1 .eop.gov, Todd A. Summers/OPD/EOP

cc: Devorah R. Adler/OPD/EOP
Subject: Q&A on the MMWR article on HIV

FYI - The article is on it's way. Happy Holidays!

Q; What bearing does today's MMWR article have on the guidance CDC has 
published on HIV surveillance? Is CDC attempting to use this study to 
support their recommendation that states use a names-based reporting system, 
and was it timed to come out during the 30-day comment period on that 

guidance?

A: This article is part of the research CDC and others have carried out 
which examines attitudes toward HIV testing, and barriers that prevent or 
delay early testing. It's important that we look at all data available, and 
those commenting on the guidance will be able to include their views on 
this article in their comments.

While CDC's December 10th guidance recommended names-based reporting as the
system most likely to provide the best information on HIV infection for
public health purposes, CDC understands that the privacy concerns expressed
by many advocacy groups and individuals are real, and we take them very
seriously. That is why the guidelines make it clear that CDC will work
with each state to put in place a surveillance and reporting system that
best meets the needs of that state - whether it is name-based, or uses a
code or "unique identifier." Nothing in today's article affects that
position. Additionally, the guidance published December 10th stresses CDC's
strong position that every state should provide anonymous testing, and
today's MMWR article underlines the need for such testing.

Q: Some would say the data in this study suggest that names-based 
reporting can be a deterrent to testing among certain high-risk groups.
How does that square with CDC's guidance, and the department's attempts to 
encourage HIV testing and new surveillance?

A: As we said when the guidance was released, the changing face of the 
epidemic makes it critical that we gather good information about HIV 
infection rates, so that we can best target resources to fight the disease.
CDC will work closely with states to ensure that no matter what form of 

surveillance a state undertakes, the information gathered will be subject 
to the strictest confidentialty and privacy standards. We will also monitor 
the effects of changes in HIV surveillance in the states to see whether



there is any adverse effect on testing. CDC \will work with public health 
professionals and advocates at the local, state and national level to make 
sure that every step is taken to ensure the security and confidentialty of 
surveillance data -- and to make sure the message goes out to communities 
at risk that their privacy will be protected.
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HIV Tasting Among Populations at Risk for HIV Infection —
Nine States, November 1995-December 1996

Extending acquired immunodeficiency syndrome (AIDS) case surveillance systems 
to include confidential (name-based) reporting of human immunodeficiency virus 
(HIV) infections provides data representing recent HIV transmission patterns (/). 
These data may improve the ability of public health agencies to plan and evaluate HIV 
prevention and treatment services. Thirty-two states conduct name-based HIV infec­
tion case surveillance as an extension of AIDS case surveillance {2). and such surveil­
lance is being considered in other states. Some community representatives and pubiic 
health officials, however, are concerned that HIV infection surveillance may deter 
soma at-risk persons from seeking HIV testing. This report describes the results of a 
survey conducted to assess deterrents to HIV testing In populations at risk for HIV 
infection during 1995 and 1996, The findings indicate that in these populations knowl­
edge of state HIV reporting policies was low, and fear of a pos'rtive HIV test result and 
a lack of perceived risk for HIV infection were the most common deterrents to testing 
in all risk groups. However, untested men who have sex with men (MSM) who resided 
in states with name-based reporting cited concerns about reporting as a reason 
they had not tested more often than untested MSM in states without name-based 
reporting.
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The HIV Testing Survey (HITS) was a cross-sectional study conducted among per­
sons at risk for HIV infection in nine states with different HIV reporting policies.* MSM 
were recruited from gay bars; injecting-drug users (IDUs), through street outreach; 
and sexually active heterosexuals, through sexually transmitted disease clinics. The 
study was designed to recruit approximately equal numbers of persons from each of 
these populations in all states. Using an anonymous structured questionnaire, trained 
interviewers from health departments and community-based organizations assessed 
participants' knowledge of state HIV reporting laws, self-reported HIV testing history, 
and reasons for delaying testing or not being tested.

During December 1995-November 1996, 2570 eligible participants were inter­
viewed. Of these, 200 (7.8%) reported being HIV infected and were excluded from this 
analysis. Of the remaining 2370 HIV-negative or untested persons, 1810 (76%) had 
been tested for HIV at least once. The proportion of persons who had been tested for 
HIV differed by risk group: 582 (68%) of 851 heterosexuals, 596 (79%) of 750 MSM, and 
632 (82%) of 769 IDUs had been tested. Testing rates were the same for men and 
women (76% of 1774 men and 592 women); similar for non-Hispanic blacks (76% of 
934), non-Hispanic whites (76% of 873), and Hispanics (75% of 444); and differed sig­
nificantly by age group (persons aged 18-24 years were less likely to have been tested 
[68%] than persons in older age groups [range: 76%-81%]).

Most of the respondents stated that they did not know whether persons with HIV 
infection were reported to the health department by name: 60% in name-based report­
ing states, 60% in unique identifier (Ul)-based reporting states, and 66% in nonreport­
ing states. Only a small proportion of respondents knew their state's HIV reporting 
policy: 19% in states with name-based reporting, 12% in states with Ul-based report­
ing, and 11% in states with neither name-based or Ul-based reporting.

Respondents were asked about the likelihood of being tested for HIV infection dur­
ing the next 12 months according to several scenarios. Overall, 84% of respondents 
stated that they were likely to get tested during the next year if they could be tested 
anonymously and no results were reported to the health department. Respondents 
were then asked their likelihood of seeking testing during the next 12 months if no 
anonymous testing was available and various HIV case reporting scenarios existed: 
no HIV reporting, 72%; Ul-based HIV reporting, 73%; and name-based HIV reporting, 
61%.

Respondents were asked to indicate whether each of 17 factors had contributed to 
not being tested (556 respondents) or to delaying testing (1810 respondents) and 
which of these was the main factor (Table 1). The main factors for not being tested or 
delaying testing were fear of learning they were HIV-positIve (25% and 23%, respec­
tively); thinking they were unlikely to have been exposed to HIV (18% and 10%); think­
ing that they were HIV-negative (13% and 11%); not wanting to think about the 
possibility of being HIV-positive (8% and 9%); and thinking there was little they could 
do about being HIV-positive (6% and 4%). Among persons who had not been tested, a 
concern about having one's name reported to the government was cited as one of the 
factors for not testing for 19% and was the main factor for 2% (Table 1). Concern about

* Name-based HIV case surveillance was conducted in Arizona, Colorado, Mississippi, Missouri, 
and North Carolina (patient names are not reported to CDC); unique identifier (UD-based HIV 
case surveillance was conducted in Maryland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted In New Mexico and Oregon during the study period. All 
states except Mississippi offered publicly funded anonymous HIV testing and counseling.



TABLE 1. Percentage of untested respondentsreportlngfactors* for nottestingforHIV, and percentage of tested respondents ^ 
reporting factors* for delaying testing, by HIV risk factor — HIV Testing Survey,^ December 1995-November 1996 h
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•Data presented for the 10 most frequently cited factors of 17 listed in the survey.
^Survey was conducted in Arizona, Colorado, Maryland, Mississippi, Missouri, New Mexico, North Carolina, Oregon, and Texas.
^The totals are based on unweighted data from all participants included in this analysis; data do not represent the general population or a weighted 
average of populations at increased risk for HIV infection.

iMein factors do not sum to 100% because 10 of 17 factors are presented and 62 (11%) of 556 untested respondents cited no factors for not testing. 
••Main factors do not sum to 100% because 10 of 17 factors are presented and 374 (21%) of 1810 tested respondents cited no factors for delaying testing.
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reporting was the main factor for not testing for 4% of untested MSM, 1% of untested 
IDUs, 1% of untested heterosexuals, 3% of untested non-Hispanic whites, <1% of un­
tested non-Hispanic blacks, and 3% of untested Hispanics. Among persons who had 
been tested, the proportions of these subgroups citing concern about reporting as the 
main factor for delaying testing were similar {^4%),

Among the 556 untested persons, concern about name-based reporting was strati­
fied by state HIV reporting policy (Table 2). A higher proportion of MSM in states with 
name-based reporting than in states without name-based reporting cited concern 
about having their name reported to the government as a factor for not testing (35% 
compared with 11%; p<0.01), but there was no difference in the frequency of concern 
about reporting as the main factor for not testing (3% compared with 7%, p=0.4). 
Reported by: FM Hecht, MD, AB Bindmsn, MD, D Osmond, PhD, K VranUan, MA, S Coimsn, 
PhD, D Keane, MPH, MA Chesney, PhD, Univ of Celifomie, San Francisco. AL Reingold, MD, 
Umv of California, Berkeley. Div of HIV/AIDS Prevention-SurveiHence and Epidemiology, 
National Center for HIV, STD, and TB Prevention, CDC.
Editorial Note: The findings in this report indicate that, although the proportion of 
respondents that had been tested was high (76%), most reported at least some delay 
before getting tested. Fear of learning that one is infected with HIV and the belief that 
one is unlikely to have been exposed to HIV were cited most frequently as factors for 
delaying testing or not testing. Reducing fear and increasing knowledge about HIV risk 
present ongoing challenges to designing effective prevention programs.
TABLE 2. Frequency of concern about having one's name reported to the government 
as a factor for not testing for HIV Infection, by state HIV reporting policy—HIV Testing 
Survey,* December 1995^ovember 1996

Named Non-named^
Characteristics No. (%) No. (%) p valui
Men who have sex

with men 107 44
A factor 38 (35) 5 111) <0.01
Main factor 3 ( 3) 3 ( 7) 0.4

Heterosexual 177 92
A factor 22 (13) 14 (15) O.S
Main factor 3 ( 2) 1 ( 1) 1

ln]ecttng-drug user 66 70
A factor 14 (21) 10 (14) 0.3
Main factor 2 ( 3) 0 { 0) 0.2

Totall 350 206
A factor 74 (21) 29 (14) 0.05
Main factor 8 ( 2) 4 ( 2) 1

* Name-based HIV case surveillance was conducted in Arizona, Colorado, Mississippi, Missouri, 
and North Carolina (patient names are not reported to CDC); unique identifier (Ul)-based HIV 
case surveillance was conducted in Maryland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted in New Mexico and Oregon during the study period.
’Ul-based reporting was implemented during the year preceding the study in Maryland and 
Texas; 67% of tested respondents in these states had been tested at least once before this 
policy change. Because of the state reporting policy changes and to avoid small cell sizes In 
the analysis restricted to the minority of respondents who had never been tested, Ul-based 

nonreporting states were combined in the non-named reporting category.

IThe totals are based on unweighted data from all participants included in this analysis; data 
do not represent the general population or a weighted average of populations at increased 
risk for HIV infection.
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Although concern about having one's name reported to the government was a less 
commonly cited factor for not testing or delaying testing for HIV infection, the findings 
suggest that state HIV reporting policies may deter or delay some persons, particu­
larly MSM, from being tested. The effect of HIV-infection reporting policies on actual 
testing may be limited because in this study most respondents did not know their 
state's HIV reporting policy and because the Implementation of name-based HIV 
reporting policies also does not appear to have a significant effect on use of publicly 
funded counseling and testing programs (J). However, any potential deterrent effect 
on HIV testing among MSM or other at-risk populations (e.g., racial/ethnic minorities) 
is important. The findings in this report support the importance of addressing privacy 
concerns both in states that are considering implementing name-based HIV reporting 
and in states that already have adopted such policies. CDC and the Council of State 
and Territorial Epidemiologists are promoting development of model privacy statutes, 
which will strengthen current state confidentiality protections. In addition, CDC 
requires standardized security measures for all recipients of CDC HIV/AIDS surveil­
lance funds and continues to provide technical assistance to all states to monitor the 
effect of changes in HIV testing and reporting policies on testing behaviors.

In this study, respondents reported they would be more likely to seek future testing 
if an anonymous HIV test option were available. Persons who recognize their risk, seek 
early HIV testing, and receive counseling can modify their behavior to reduce HIV 
transmission and seek medical care and other services that promote health and im­
prove survival. Maintaining access to anonymous HIV testing is an important option 
for some persons at high risk for HIV infection (4), and CDC strongly recommends that 
all states provide publicly funded anonymous HIV testing and counseling.

The findings in this report are subject to at least four limitations. First, the study 
was not population-based; it was designed to enroll equal proportions of each of three 
groups recruited from specific venues and it may not represent all at-risk populations 
or their distribution in the general population. Second, findings from the nine states 
included in the survey may not be generalizable to all other states. Third, stated inten­
tions by respondents in this survey may not reflect actual behaviors in obtaining test­
ing for HIV infection. Finally, the beneficial effects of recently available therapies {5,6) 
or increased knowledge about state HIV reporting policies (7) may alter current test­
seeking behavior.

HITS and related studies and analyses {3,4,8-10) were conducted to enhance the 
scientific basis for public health policy on HIV case surveillance. To monitor the effect 
of changes in HIV reporting policies on HIV testing behaviors, studies similar to HITS 
will be conducted in additional states. CDC will continue to provide technical assis­
tance to state and local health departments so that they, in collaboration with public 
health organizations, health-care providers, and representatives of affected communi­
ties, can adopt effective HIV/AIDS surveillance practices that continue to protect confi­
dentiality and permit an effective public health response to the epidemic.
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department of health & HUMAN SERVICES Public Health Service

Centers for Disease Control 
and Prevention (CDC) 

Atlanta. GA 30333

December 23, 1998

Dear Colleague:

I would like to call your attention to an article, “HIV Testing Among Populations at Risk for 
HIV in Nine States: Results from the HIV Testing Survey (HITS) - November 1995 - December 
1996,” published today in the Centers for Disease Control and Prevention’s (CDC) Morbidity 
and Mortality Weekly Report (MMWK). This study analyzes the reasons why people at risk for 
HIV infection either do not get tested or delay testing for HIV.

Although most (76%) of the high-risk individuals in the nine-state study had been tested for HIV, 
there were several common factors for not getting tested or delaying testing. The reasons most 
frequently cited (accounting for 70% of the main reasons for not being tested and 57% of reasons 
for delaying testing) were fear of a positive test result (reported by 25% of those who bad not 
been tested and 23% of those who had delayed testing), thinking tliat they were HIV negative 
(reported by 18% and 10% respectively), not wanting to think about the possibility of being HIV 
positive (8% and 9% respectively), and thinking there was little they could do about it if they 
were HIV positive (6% and 4% respectively). The data also indicated that HIV reporting policy 
did not serve as a major deterrent to HIV testing. However, most of the respondents did not 
know HIV reporting policies for their state (60% of respondents from states that conduct HIV 
reporting and 66% of respondents from states that don’t.) While 19% of respondents who had 
never been tested for HIV listed concern about HIV reporting by name as a factor in not being 
tested, only 2% indicated HIV name reporting was the main deterrent. However, this concern 
was higher among men who have sex with men, with 4% listing it as the main factor for not 
being tested.

To help ensure that reporting policies do not deter even a small number of high-risk people from 
seeking testing and to address confidentiality concerns in states that implement HIV surveillance

by name, CDC:

• strongly recommends that all states provide publicly funded anonymous HIV testing and 

counseling
• is encouraging the development of model privacy laws for adoption by states

is requiring enhanced security measures for all recipients of CDC HIV/AIDS surveillance

funds . .
will assist states in monitoring the effect of changes in HIV testing and reportmg policies
on testing behaviors
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Dear Colleague - Page Two

CDC will also continue to provide technical assistance to health departments so that ihey, m 
collaboration with public health organizations, health care providers, and representatives of 
affected communities, can adopt the best HIV/AIDS surveillance practices. We hope tins 
information is of assistance. As always, if you have any questions, feel free to call our Office of 

Communications at (404) 639-8890.

Sincerely,

^^ILOs/KiL, r!).

Helene D. Gayle, M.D., M.P.H.
Director
National Center for HIV, STD, and TB Prevention
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1100 Notices to Readers

HIV Testing Among Populations at Risk for HIV Infection —
Nine States, November 1995-December 1996

Extending acquired immunodeficiency syndrome (AIDS) case surveillance systems 
to include confidential (name-based) reporting of human immunodeficiency virus 
(HIV) infections provides data representing recent HIV transmission patterns (1). 
These data may improve the ability of public health agencies to plan and evaluate HIV 
prevention and treatment services. Thirty-two states conduct name-based HIV infec­
tion case surveillance as an extension of AIDS case surveillance (2). and such surveil­
lance is being considered in other states. Some community representatives and public 
health officials, however, are concerned that HIV infection surveillance may deter 
some at-risk persons from seeking HIV testing. This report describes the results of a 
survey conducted to assess deterrents to HIV testing in populations at risk for HIV 
infection during 1995 and 1996. The findings indicate that in these populations knowl­
edge of state HIV reporting policies was low, and fear of a positive HIV test result and 
a lack of perceived risk for HIV infection were the most common deterrents to testing 
in all risk groups. However, untested men who have sex with men (MSM) who resided 
in states with name-based reporting cited concerns about reporting as a reason 
they had not tested more often than untested MSM in states without name-based

reporting.

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
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The HIV Testing Survey (HITS) was a cross-sectional study conducted among per­

sons at risk for HIV infection in nine states with different HIV reporting policies.* MSM 
were recruited from gay bars; injecting-drug users (IDUs), through street outreach, 
and sexually active heterosexuals, through sexually transmitted disease clinics. The 
study was designed to recruit approximately equal numbers of persons from each of 
these populations in all states. Using an anonymous structured questionnaire, trained 
interviewers from health departments and community-based organizations assessed 
participants' knowledge of state HIV reporting laws, self-reported HIV testing history, 
and reasons for delaying testing or not being tested.

During December 1995-November 1996, 2570 eligible participants were inter­
viewed. Of these, 200 (7.8%) reported being HIV infected and were excluded from this 
analysis. Of the remaining 2370 HIV-negative or untested persons, 1810 (76%) had 
been tested for HIV at least once. The proportion of persons who had been tested for 
HIV differed by risk group: 582 (68%) of 851 heterosexuals, 596 (79%) of 750 MSM, and 
632 (82%) of 769 IDUs had been tested. Testing rates were the same for men and 
women (76% of 1774 men and 592 women); similar for non-Hispanic blacks (76% of 
934), non-Hispanic whites (76% of 873), and Hispanics (75% of 444); and differed sig­
nificantly by age group (persons aged 18—24 years were less likely to have been tested 
[68%] than persons in older age groups [range: 76%-81%]).

Most of the respondents stated that they did not know whether persons with HIV 
infection were reported to the health department by name: 60% in name-based report­
ing states, 60% in unique identifier (Ul)-based reporting states, and 66% in nonreport­
ing states. Only a small proportion of respondents knew their state's HIV reporting 
policy: 19% in states with name-based reporting, 12% in states with Ul-based report­
ing, and 11% in states with neither name-based or Ul-based reporting.

Respondents were asked about the likelihood of being tested for HIV infection dur­
ing the next 12 months according to several scenarios. Overall, 84% of respondents 
stated that they were likely to get tested during the next year if they could be tested 
anonymously and no results were reported to the health department. Respondents 
were then asked their likelihood of seeking testing during the next 12 months if no 
anonymous testing was available and various HIV case reporting scenarios existed, 
no HIV reporting, 72%; Ul-based HIV reporting, 73%; and name-based HIV reporting, 

61%.
Respondents were asked to indicate whether each of 17 factors had contributed to 

not being tested (556 respondents) or to delaying testing (1810 respondents) and 
which of these was the main factor (Table 1). The main factors for not being tested or 
delaying testing were fear of learning they were HIV-positive (25% and 23%, respec­
tively); thinking they were unlikely to have been exposed to HIV (18% and 10%); think­
ing that they were HIV-negative (13% and 11%); not wanting to think about the 
possibility of being HIV-positive (8% and 9%); and thinking there was little they could 
do about being HIV-positive (6% and 4%). Among persons who had not been tested, a 
concern about having one's name reported to the government was cited as one of the 
factors for not testing for 19% and was the main factor for 2% (Table 1). Concern about

* Name-based HIV case surveillance was conducted in Arizona, Colorado, Mississippi, Missouri, 
and North Carolina (patient names are not reported to CDC); unique identifier (Ul)-based HIV 
case surveillance was conducted in Maiyland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted in New Mexico and Oregon during the study period. All 
states except Mississippi offered publicly funded anonymous HIV testing and counseling.



TABLE 1, Percentage of untested respondents reporting factors* for nottesting for HIV, and percentage of tested respondents 
reporting factors* for delaying testing, by HIV risk factor — HIV Testing Survey t December 1995-Movember 1996

Men who have sex
Heterosexuat Injectlng-dnig user Total'

5

i
Testing status/Factor
Not testingf

Afraid to firtd out
Unlikely to have been exposed
Thought they ware HiV negative
Didn't want to think about being positive
Could do little if HIV positive
Didn't have lime
Unsure where to go
Worried name would be reported
Test costs too much
People might think you have AIDS

Delaying testing*"
Afraid to find out
Thought they were HIV negative
Unlikely to have been exposed
Didn't want to think about being positive
Didn't have time
Could do little if HIV positive
Wailing for results would be hard
Afraid of needle used to draw blood
Worried name would be reported
Worried about who would learn results

‘The totals are based on unweighted data from ail participants included in this analysis; data do not represent the generel population or a weighted
tMai'n?aclors°do not°surn\o"VoO% because 10 of 17 factors are presented and 62 (11%) of 556 untested respondents cited no factors for 

**Main factors do not sum to 100% because ID of 17 factors are presented and 374 (21%) of 1810 tested respondenls ciled no factors for delayinQ testing. n
i
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41 10 45 13 36 9 41 11 5
29 9 34 14 25 6 29 10
49 B 42 B 49 10 47 9
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38 7 22 3 28 3 30 4
15 4 16 4 7 <1 12 3
22 4 11 <1 IB 3 17 2
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reporting was the main factor for not testing for 4% of untested MSM, 1% of untested 
IDUs, 1% of untested heterosexuals, 3% of untested non-Hispanic whites, <1% of un­
tested non-Hispanic blacks, and 3% of untested Hispanics. Among persons who had 
been tested, the proportions of these subgroups citing concern about reporting as the 
main factor for delaying testing were similar (^%).

Among the 556 untested persons, concern about name-based reporting was strati­
fied by state HIV reporting policy (Table 2). A higher proportion of MSM in states with 
name-based reporting than in states without name-based reporting cited concern 
about having their name reported to the government as a factor for not testing (35% 
compared with 11%; p<0.01), but there was no difference in the frequency of concern 
about reporting as the main factor for not testing (3% compared with 7%, p=0.4). 
Reported by: FM Hecht MD, AB Bindman, MD, D Osmond, PhD, K Vrgnizan, MA, S Colman, 
PhD, D Keane, MPH, MA Chesney, PhD, Univ of California, San Francisco, AL Reingoid, MD, 
Univ of California, Berkeley Div of HIV/AIDS Prevention^Sun/eillance and Epidemiology, 
National Center for HIV, STD, and TB Prevention, CDC.
Edrtorial Note: The findings in this report indicate that, although the proportion of 
respondents that had been tested was high (76%), most reported at least some delay 
before getting tested. Fear of learning that one is infected with HIV and the belief that 
one is unlikely to have been exposed to HIV were cited most frequently as factors for 
delaying testing or not testing. Reducing fear and increasing knowledge about HIV risk 
present ongoing challenges to designing effective prevention programs.
TABLE 2. Frequency of concern about having one's name reported to the government 
as a factor for not testing for HIV infection, by state HlV reporting policy —HIV Testing 
Survey,* December 1995-November 1996

Named Non-named"''

Characteristics No. (%) No. (%) p value

Men who have sex
with men 107 44
A factor 38 (35) 5 (11) <0.01
Main factor 3 ( 3) 3 ( 7) 0.4

Heterosexual 177 92
A factor 22 (13) 14 (15) 0.5
Main factor 3 ( 2) 1 ( 1) 1

Injecting-drug user 66 70
A factor 14 (21) 10 (14) 0.3
Main factor 2 ( 3) 0 ( 0) 0.2

Totall 350 206
A factor 74 (21) 29 (14) 0.05
Main factor 8 ( 2) 4 ( 2) 1

* Name-based HIV case surveillance was conducted in Arizona, Colorado, Mississippi, Missouri, 
and North Carolina (patient names are not reported to CDC); unique identifier (Ul)-based HIV 
case surveillance was conducted in Maryland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted in New Mexico and Oregon during the study period- 

T(JI-based reporting was implemented during the year preceding the study in Maryland and 
Texas; 67% of tested respondents in these states had been tested at least once before this 
policy change. Because of the state reporting policy changes and to avoid small cel sizes m 
the analysis restricted to the minority of respondents who had never been tested, Ul-based 
reporting and nonreporting states were combined in the non-named reporting category,

IThe totals are^based on unweighted data from all participants included in this analysis; data 
do not represent the general population or a weighted average of populations at increased 
risk for HIV infection.
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Although concern about having one's name reported to the government was a ess

funded counseling and testing programs (?). However, any
on HIV testing among MSM or other at-risk populations (e.g., racial/ethmc minorities) 
is important. The findings in this report support the importance 
concerns both in states that are considering
and in states that already have adopted such policies. CDC and the Council of Sta 
and Territorial Epidemiologists are promoting development of mode privacy statut , 
which will strengthen current state confidentiality protections, 'h addition, CDC 
requirenlandardized security measures for all recipients of

lance funds and continues to provide technical assistance to all states to monitor the 
effect of changes in HIV testing and reporting policies on testing behaviors

In this study, respondents reported they would be more likely to seek future testing 
if an anonymous HIV test option were available. Persons who recognize seek
early HIV testing, and receive counseling can modify their behavior to je^luce H^ 
transmission and seek medical care and other services that promote health and im­
prove survival. Maintaining access to anonymous HIV testing is an important op ion 
for some persons at high riskfor HIV infection (4), and CDC strongly recommends that 
ail states provide publicly funded anonymous HIV testing and counseling

The findings in this report are subject to at least four limitations. First, the ^ 
was not population-based; it was designed to enroll equal proportions 
groups recruited from specific venues and it may not represent a 1 at-r.sk Populations 
or their distribution in the general population. Second, hndings from the nine s 
included In the survey may not be generalizable to all other states. 
tions by respondents in this survey may not reflect actual behaviors in o^htaming test­
ing for HIV infection. Finally, the beneficial effects of recently available therapies 1^) 
or increased knowledge about state HIV reporting policies (7) may alter current test-

^^tflTS and related studies and analyses [3,4,8-10) were conducted 

scientific basis for public health policy on HIV case
of changes in HIV reporting policies on HIV testing behaviors, stud^s sirnilarto HITS 
will be inducted in additional states. CDC will continue to provide technical assis­

tance to state and local health departments so that they,
health organizations, health-care providers, and representatives '
ties can adopt effective HIV/AIDS surveillance practices that continue to protect confi­
dentiality and permit an effective public health response to the epidemic.

trends in AIDS incidence-United States, 1996. MMWR l997;46;861-7^
2 CDC Hh//AIDS surveillance report. Atlanta, Georgia: US Department of Health and Human

s', hTv HIV
testing in publicly funded counseling and testing programs. JAMA 1998,280.142 .
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4. Bindman AB, Osmond D, Hecht FM, et al. A muliistate evaluation of anonymous HIV testing 

and access to medical care. JAMA 1998;280:1416-20.
5. CDC. Report of the NIH panel to define principles of therapy of HIV infection. MMWR 1998; 

47(no. Rfl-S).
6. CDC. Guidelines for the use of antiretroviral agents in HIV-infected adults and adolescents.

MMWR 1998;47(no. RR-5). ^
7. US Department of Health and Human Services, CDC. Draft guidelines for HIV casesurveiHa^nce 

including monitoring HIV Infection and acquired immunodeficiency syndrome (AIDS). Federal 
Register 1998;63:68289.

8. CDC. Diagnosis and reporting of HIV and AIDS in states with integrated HIV and AIDS 
surveillance—United States, January 1994-June 1997. MMWR 1998;47:30^14.

9 CDC- Evaluation of HIV case surveillance through the use of non-name unique identifiers 
Maryland and Texas, 1994-1996. MMWR 1998;46:1254-8,1271.

10. Gostin LO, Lazzarini Z, Neslund VS, Osterholm MT. The public health information infrastruc­
ture: a national review of the law on health information privacy. JAMA 1996;275-1921-7.
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department of health & HUMAN SERVICES Public Health Service

Centers for Disease Control 
and Prevention (CDC) 

Atlanta, GA 30333

December 23, 1998

Dear Colleague:

HIV infection either do not get tested or delay testing for HIV.

Although most (76%) of the high-risk individuals in the nine-state study had ^n tested for HIV, 
there were several common factors for not getting tested or delaying tesnng. Hie reMO^ mos 
ftequenUy cited (accounting for 70% of the main reasons for not >>cmg teKed and 5 7/. of reasons 

for delaying testing) were fear of a positive test resuh (reported by 25 /. 
been tested and 23% of those who had delayed testmg), thinhng that they were HI n g 
(reported by 18% and 10% respectively), not wanting to think about the possibihty of being HIV 
positive (8% and 9% respectively), and thinking there was Uttle they could do about it if they 
were HTV positive (6% and 4% respectively). The data also mdicated that HIV repoiti^ po icy 
did not save as a major deterrent to HIV testing. However, most of the respondents did no 
know HIV reponing policies for their state (60% of respondents from states that conduct mv 
re^rting and 66% of respondents from stares that don’t.) While 19% of respondents who had 

nera been tested for HIV listed concern about HIV reporting by name ^a fectot m not berog 
tested, only 2% indicated HTV name repotting was the mam deterrent. However, this concan 
was higher among men who have sex with men, with 4% listing it as the mam factor for not

being tested.
To help ensure that repotting poUcies do not deter even a small number of high-ri* people ftom 
reeking ..-ring and toaddress confidentiality concents in states that implement HIV surveillance

by name, CDC;

• strongly recommends that all states provide publicly funded anonymous HIV testing and

H^uraging the development ofmodcl privacy laws for adoption by stares
is requiring chanced security measures for all recipients of CDC HIV/AIDS suiveUlanee

^sist states in monitoring the effect of changes in HIV resting and reporting poUcies 

on testing behaviors
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Dear Colleague - Page Two

CDC vvill also continue to provide technical assistance to health depaittnents so that they, in
^„thr«Th:S:r;;SHons,hea,mcate^vid^ 

affected comtnunitics, can adopt the best MV/AIDS sorve.llance pt^c«. 
infonnation is of assistance. As always, if you have any quesnons, feel ftee to cal 
Communications at (404) 639-8890.

Sincerely,

Helene D. Gayle, M.D., M.P.H.
Director
National Center for HIV, STD, and TB Prevention
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1085 Multistate Outbreak of U^eriosis-- U.S. 
1088 HIV Testing Among Populations at Risk 

for HIV Infection — Nine States 
1091 Haff Disease Associated with Eating 

Buffalo Fish —United States, 1997 
1094 Influenza Vaccination Status of Persons 

Aged 6S-79 Years — Allegheny County, 
Pennsylvania, February-March 1997 

1097 Self-Reported Physical Inactivity bv 
Degree of Urbanization — U.S., 1996 

1100 Notices to Readers

HIV Testing Among Populations at Risk for HIV Infection 
Nine States, November 1995-December 1996

Extending acquired immunodeficiency syndrome (AIDS) case surveillance systems 
to Include confidential (name-based) reporting of human immunodeficiency virus 
(HIV) infections provides data representing recent HIV transmission patterns ( 7). 
These data may improve the ability of public health agencies to plan and 
prevention and treatment services. Thirty-two states conduct name-based H'V nfec- 
Son case surveillance as an extension of AIDS case surveillance {2), and such surveil­
lance is being considered in other states. Some community representatives and public 
health officials, however, are concerned that HIV infection surveillance f^^ay deter 
some at-risk persons from seeking HIV testing. This report describes the results of a 
survey conducted to assess deterrents to HIV testing m populations at risk for HIV 
infection during 1995 and 1996. The findings indicate that in these 
edge of state HIV reporting policies was low, and fear of a positive HIV test result and 
a lack of perceived risk for HIV infection were the most common deterrents to testing 
in all risk groups. However, untested men who have sex with men (MSM) who resided 
in states with name-based reporting cited concerns about reporting a® a reason 
they had not tested more often than untested MSM in states without name-based

reporting.

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
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HIV Testing — Continued
The HIV Testing Survey (HITS) was a cross-sectional study conducted among per- 

sons at risk for HIV infection in nine states with different HIV reporting policies. MSM 
were recruited from gay bars; injecting-drug users (IDUs), through street outreach; 
and sexually active heterosexuals, through sexually transmitted disease clinics. The 
study was designed to recruit approximately equal numbers of persons from each erf 
these populations in all states. Using an anonymous structured questionnaire, trained 
interviewers from health departments and community-based organizations assessed 
participants' knowledge of state HIV reporting laws, self-reported HIV testing history,
and reasons for delaying testing or not being tested.

During December 1995-November 1996, 2570 eligible participants were inter­
viewed. Of these, 200 (7.8%) reported being HIV infected and were excluded from this 
analysis. Of the remaining 2370 HIV-negative or untested persons, 1810 (76%) had 
been tested for HIV at least once. The proportion of persons who had been tested for 
HIV differed by risk group: 582 (68%) of 851 heterosexuals, 596 (79%) of 750 MSM, and 
632 (82%) of 769 IDUs had been tested. Testing rates were the same for men^and 
women (76% of 1774 men and 592 women); similar for non-Hispanic blacks (76% of 
934), non-Hispanic whites (76% of 873), and Hispanics (75% of 444); and differed sig­
nificantly by age group (persons aged 18-24 years were less likely to have been tested 
[68%] than persons in older age groups [range: 76%-81%]).

Most of the respondents stated that they did not know whether persons with HIV 
infection were reported to the health department by name: 60% in name-based report­
ing states. 60% in unique identifier (Ul)-based reporting states, and 66% in nonreport­
ing states. Only a small proportion of respondents knew their state's HIV reporting 
policy: 19% in states with name-based reporting, 12% in states with Ul-based report­
ing, and 11% in states with neither name-based or Ul-based reporting.

Respondents were asked about the likelihood of being tested for HIV infection dur­
ing the next 12 months according to several scenarios. Overall, 84% of respondents 
stated that they were likely to get tested during the next year if they could be tested 
anonymously and no results were reported to the health department. Respondents 
were then asked their likelihood of seeking testing during the next 12 months if no 
anonymous testing was available and various HIV case reporting scenarios existed: 
no HIV reporting, 72%; Ul-based HIV reporting, 73%; and name-based HIV reporting, 

61%.
Respondents were asked to indicate whether each of 17 factors had contributed to 

not being tested (556 respondents) or to delaying testing (1810 respondents) and 
which of these was the main factor (Table 1). The main factors for not being tested or 
delaying testing were fear of learning they were HIV-positive (25% and 23%, respec­
tively); thinking they were unlikely to have been exposed to HIV (18% and 10%); think­
ing that they were HIV-negative (13% and 11%); not wanting to think about the 
possibility of being HIV-positive (8% and 9%); and thinking there was little they could 
do about being HIV-positive (6% and 4%). Among persons who had not been tested, a 
concern about having one's name reported to the government was cited as one of the 
factors for not testing for 19% and was the main factor for 2% (Table 1). Concern about

* Name-based HIV case surveillance was conducted in Arizona, Colorado, 
and North Carolina (patient names are not reported to CDC); unique identifier (UD-based Hlv 
case suiveillance was conducted in Maryland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted in New Mexico and Oregon durmg the study period. All 
states except Mississippi offered publicly funded anonymous HIV testing and counseling.
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Not testing^
Afraid to find out
Unlikely to have been exposed
Thought they ware HIV negative
Didn't want to think about being positive
Could do little if HIV positive
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Unsure where to go
Worried name would bo reported
Test costs too much
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Afraid to find out
Thought they were HIV negative
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tested non-Hispanic blacks, and 3% of untested Hispanics. Among persons who had 
been tested, the proportions of these subgroups citing concern about reporting as the
main factor for delaying testing were similar (<4%).

Among the 556 untested persons, concern about name-based reporting was strati­
fied by state HIV reporting policy (Table 2). A higher proportion of MSM in states with 
name-based reporting than in states without name-based reporting cited concern 
about having their name reported to the government as a factor for not testing (35/o 
compared with 11%; p<0.01), but there was no difference in the frequency of concern 
about reporting as the main factor for not testing (3% compared with 7 
Reported by: FM Hecht. MD, AB Bindman, MD, D Osmond, PhD, K 
PhD, D KeLe, MPH, MA Chesney, PhD, Univ of California, San Franc,sco. AL 
Univ of California, Berkeley. Div of HIV/AIDS Prevenvon-Surveillance and Epidemiology, 
National Center for HIV, STD, and TB Prevention, CDC.
Edrtorial Note: The findings in this report indicate that, although the proportion of 
respondents that had been tested was high (76%), most reported at least some delay 
before getting tested. Fear of learning that one is infected with HIV and the belief that 
one is unlikely to have been exposed to HIV were cited most frequently as factors for 
delaying testing or nottesting. Reducing fear and increasing knowledge about HIV risk 
present ongoing challenges to designing effective prevention programs.
TABLE 2. Frequency of concern about having one's name reported to the govemrnent 
as a factor for nottesting for HIV infection, by state HIV reporting policy — HIV Testing 
Survey,* December 1995-November 1996

Named Non-named'T

Characteristics 1%) No. 1%) p valued

Men who have sex 
with men 107
A factor 38
Main factor 3

Heterosexual 177
A factor 22
Main factor 3

Injecting-drug user 66
A factor 14
Main factor 2

Totall 350
A factor 74
Main factor 8

(35) 
I 3)

(13) 
( 2)

(21) 
( 3)

(21) 
I 2)

44
5
3 

92 
14

1
70
10

0
206

29
4

(11) 
( 7)

(15) 
( 1)

(14) 
( 0)

(14) 
( 2)

<0.01
0.4

0.5
1

0.3
0.2

0.05
1

* Name-based HIV case surveillance was conducted in Arizona, Colorado, 
and North Carolina (patient names are not reported to CDC);
case surveillance was conducted in Maryland and Texas; neither name-based nor Ul-based 
HIV case surveillance was conducted in New Mexico and Oregon j

TUI-based reporting was implemented during the year preceding before this
Texas' 67% of tested respondents in these states had been tested at least once b 
policy change. Because of the state reporting policy changes and to
the analysis restricted to the minority of respondents who had never be«n tested Ul-based 
reporting and nonreporting states were combined m the non-named reporting categ ry.

Irhe wttlHre'SSed on nnwoigtned dato fmm all participants 
do not represent the general population or a weighted average of populations at increased
risk for HIV infection.
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testing may be limited because in this study most respondents did not know tneu 
stftrt HIV reporting policy and because the implementation of name-based HIV

concerns both in states that are considering implementing nam^based reporting 
andTn ^atS that already have adopted such policies. CDC and the Council of State 

and TerHtorial Epidemiologists are promoting development of mode 
llch will strengthen current state

Sce7u^Sa^d1omt^es“to'^ro^d?e“tec^^

transmission and seek medical care and other services that promote health “"P ™- 
prove survival. Maintaining access to anonymous HIV tesing is an ""P®"!"’°P“" 
foTsLe persons at high riskfor HIV infection (4), and CDC strongly recommends that
all states provide publicly funded anonymous HIV testing ^

groups recruited from specific venues and it may not represent all at ns popu ^ i 
or their distribution in the general population Second findmgs from ^ states 
included in the survey may not be generalizable to all other states. Third, stat 
tiols by respondents in this survey may not reflect actual 

ing for HIV infection. Finally, the beneficial effects of
or increased knowledge about state HIV reporting polices (7) may alter current 

'“'Si'and dialed studiss and analyses ^SA8-10^

tenefto sSHnd io<irhS'da7a“mants «

dentiality and permit an effective public health response to the epidemic.
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4. Bindman AB. Osmond D. Hecht FM. et al. A multistate evaluation of anonymous HIV testing
5. CDC.^R?p*orr orthe SH^^p^ne^to^de principles of therapy of HIV Infection. MMWR 1998;

6. CDC°Quidelines for the use of antiretroviral agents in HIV-infected adults and adolescents.

7. U^^paltmentof Health and Human Services, CDC. Draft guidelines for HIV
Including monitoring HIV infection and acquired immunodeficiency syndrome (AIDS), Federal

8. CDC.*^Diag^no^?'aS^eporting of HIV and AIDS in states with '"tegrat^ HIV and AIDS

surveillance—United States. January 1994-June 1997. MMWR 1998;47;30^14. ^
9 CDC Evaluation of HIV case surveillance through the use of non-name unique identitiers 

' Maryland and Texas, 1994-1996. MMWR 1998;46:1254-8.1271.
10. Qostin LO, Lazzarini Z, Neslund VS, Osterholm MT. The public

ture: a national review of the law on health information privacy. JAMA 1996,275.
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INTRODUCTION

Since June 1,1994, the State of Maryland has utilized a Unique Identifier 
system to conduct HIV surveillance. As part of the ongoing public discussion 
about how to best expand HIV surveillance across the country to understand the 
changing epidemic, it is useful to evaluate Maryland’s experience to determine 
whether Unique Identifiers form a viable surveillance option.

While some have suggested that it is not presently possible to Implement 
a Unique Identifier system that works, Maryland’s experience suggests that this is 
not true. In 1994 Maryland first began its HIV surveillance system using a non­
names based Unique Identifier system. Since then the program has undergone 
constant evaluation and refinement. While more work remains to be done to 
perfect the program, at this time Maryland public health officials are satisfied that 
the program is running well and is adequately meeting Maryland’s HIV 
surveillance needs. Maryland’s increasingly successful experiment with Unique 
Identifiers suggests that effective HIV case reporting can occur without name 
reporting.

DESCRIPTION OF THE PROGRAM

Maryland’s Unique Identifier system was implemented after attempts to 
institute HIV name reporting were defeated in the Maryland legislature in 1992 
and 1994. The objectives of Maryland’s UI system are; (1) to monitor HIV 
infection; and (2) to prowde supplemental case identification for AIDS and HIV+ 
symptomatic cases. Under the UI program, a numerical code is assigned to each 
new case of HIV infection and to lab reports of CD4 counts of 200 or less.^ The 
code consists of a 12-digit number including, from left to right, the last four digits 
of the individual’s Social Security number, the individual’s date of birth, 
race/ethnicity and gender.

Race and gender are coded by using the same coding scheme used in the 
CDC’s HIV/AIDS Case Reporting Form. So, for example, an African-American 
male born on February 4, 1952 whose Social Security number is 678-01-1234 
would have a UI of 123402045221.

This report was authored by Michael Adams, staff counsel for the ACLU 
AIDS/HIV Project. The Maryland AIDS Administration verified aU of the 
statistical data and analysis of that data contained in the report.

CD4 cell counts are the most commonly used surrogate markers for assessing the 
state of the immune system. As the CD4 count declines, the risk of developing 
opportunistic infections increases. The normal range for CD4 counts is 500 to 
1500 per cubic millimeter of blood. A CD4 count of 200 or less triggers an AIDS 
diagnosis.



Maryland’s UI system proceeds through the following steps:

1) The provider orders the laboratory test and creates the Unique Identifier, 
which is sent with the laboratory requisition.

2) The lab sends the UI Report Form for positive HIV tests and CD4 counts 
of less than 200 to the State AIDS Administration office or to the local 
health department. (If the forms are sent to the local health department, 
they will be forwarded to the state AIDS Administration.)

3) The AIDS Administration matches each UI received against the State 
AIDS Registry (HARS), which has been coded with UI’s using the same 
12-digit numbering system.

4) The AIDS Administration generates a list of non-matches to the State 
AIDS Registry, thus creating a list of cases of HIV infection that are not 
yet reportable as AIDS or HIV+ symptomatic cases in Maryland.

5) Surveillance staff call physicians as necessary to obtain additional 
information on the patient, including the clinical status and risk categories. 
Patient names are not given to the surveillance staff.

6) If the patient is found to have an AIDS-defming illness or is HIV 
symptomatic (a reportable condition in Maryland), then the surveillance 
staff will obtain information, including the patient's name, which is used to 
create an AIDS case report.

In Maryland, it is the provider who is required to construct the UI and 
then transmit the number to the lab with the lab request form. The provider is 
required to maintain some means by which a surveillance officer can backtrack in 
the event that a UI number is incomplete and to provide additional clinical data 
and risk information. This is often referred to as the provider log, although 
providers use a variety of systems. Logs or other systems maintained by providers 
do not necessarily include the names of the individuals who test positive for HIV^. 
A log or other tracking mechanism might contain the UI and a corresponding 
medical record number or other non-name identifying information. The Johns 
Hopkins Medical Center, for example, maintains two separate databases, one 
containing the UI and the other additional patient information. The two

Some concerns have been raised that Maryland’s UI system may in fact provide 
greater possibility for breaches of confidentiality because of the provider logs. The 
possibility of confidentiality breaches is substantially decreased when providers do 
not include names in their logs or databases. In addition, a significant concern in 
HIV surveillance is testing deterrence as a result of testee concern about confiden­
tiality breaches. In the realm of deterrence, the perception of the testee is as 
important as the actual possibility of breaches of confidentiality. The available data 
indicates that members of communities most affected by HIV are less trusting of 
government agencies than they are of their own doctors. See, e.^., Woodrow Jones, 
“An Overview of Health Care Issues in Black America,” Black Health Care, Jones 
and Rice, eds., 1987.

ACLU AIDS Project HIV Surveillance and Name Reporting



databases are merged for the purpose of obtaining information on clinical status 
and risk practices.

SUCCESS OF MARYLAND'S Ul PROGRAM

Maryland recognizes that every system of HIV surveillance has its 
challenges. When Maryland’s UI system was implemented in 1994, the challenge 
was to get complete Ul numbers for as many lab reports of new cases of HIV 
infection as possible. An examination of Maryland’s experience shows that the 
completeness of UI numbers has increased substantially over time, as providers 
have become more used to the UI system. While only 61% of UI’s reported in the 
first six months of the program were complete, approximately 77% of UI’s 
reported in the last six months of 1996 were complete. (See Table 1, 
“Completeness of UI Elements,” below.) The major problem with UI code 
completeness lies in missing Social Security numbers. In the last evaluated five 
month period in 1996, Social Security numbers were missing from 15% of the 
reported UI numbers. (See Table 1, below.)

TABLE 1
Completeness of Ul Dements

Number of reports of HIV infection reported and percentage of reports that include data elements 
for unique identifiers (UIs), by reporting period — Maryland, July 1994 - December, 1996.

Cases/Data
element

July- Dec. 
1994

Jan-June
1995

July - Dec 
1995

Jao-June
1999

July - Dec Overall
1999

SSI Nambep 69.6% 73.1% 81.2% 83.5% 84.5% 78.4%
Date el BlPth 95.2 96.3 98.7 99.3 98.8 97.6
Sex 96.8 97.2 98.7 99.2 99.4 98.3
Race/Ethnlclty 85.8 88.5 91.6 94.0 89.9 89.8
Reports with 
complete Ul

61.3 65.9 74.9 78.5 76.5 71.4

Total# cases 
Reported

2,338 1,691 1,866 1,881 2,295 9,971

The Maryland AIDS Administration has reason to believe they can 
improve on the 77% completion rate. In a pilot program, training on UI reporting 
was provided to staff at all Confidential Testing Sites in the State. After the 
training was completed, the completeness of UI numbers in reports from 
Confidential Testing Sites increased to 96.6%. (See Table 2, “Completeness OfUI 
Number From Confidential Testing Sites,” next page.) While it may be unrealistic 
to assume that such a high rate of completeness can be achieved in all reported UI 
numbers, officials at the Maryland AIDS Administration are confident that with 
further work the completeness rate in the State’s UI program will exceed 80%.
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The success of a UI program is measured not just by the completeness of 
UI numbers reported, but also by the ability to match the UI’s of persons listed in 
the UI Registry with the UI’s of persons listed in the State’s AIDS Registry and 
consequently to be able to distinguish new cases of HIV infection from previously 
reported AIDS cases. For example, in a perfect system, aU persons who were 
tested for HIV in 1996 and were included in the AIDS Registry because of an 
AIDS diagnosis would also be included in the UI Registry. This would be a match 
rate of 100%. An analysis of Maryland’s program indicates a system that is not 
perfect but is functioning reasonably well. After removing specimens sent from

TABLE 2
Completeness of U Number From Confidential Testing Sites

HIV + Tests
N = 1093

UI Numbers 
N = 987 (96.6%)

Duplicate UI Numbers 
N = 35 (3.4%)

Complete UI Number 
N = 1022 (93.5%)

Incomplete UI Number 
N = 71 (6.5%)

one lab that was cited for non-reporting, the match rate was 76.5%. (See Table 3, 
“Completeness Of Reporting UI Status For Persons in CTS, Excluding Results 
From Cited Lab,” next page.) CDC data from Alabama and Arizona, both of which 
use HIV name reporting, suggests that the match rate in those states is 79-90%."

Is the success rate of Maryland’s UI system good enough? That depends 
on what level of statistical precision is considered good enough to conduct 
adequate HIV surveillance. The Maryland AIDS Administration reports that its 
UI system fulfills aU of the functions that can reasonably be expected of an HIV 
surveillance system. The UI program gives Maryland the data it needs to track 
HIV infection in the State and to guide decisions about AIDS funding and 
prevention efforts. Officials at the Maryland AIDS Administration are pleased 
that the Unique Identifier system has enjoyed considerable community support 
and is thought to create an environment in which individuals are more willing to 
be tested and learn their HIV status.

Maryland’s confidence in this regard is bolstered by a comparison of the 
demographic characteristics of new cases reported in the State’s AIDS registry and 
cases reported in the UI registry. The UI registry indicates an increasing number 
of HIV infections in Maryland among women (up to 34.5% in UI registry from

Alabama and Arizona are low seroprevalence states, reporting 4,266 AIDS cases 
and 5,036 AIDS cases, respectively. Maryland, by contrast, is a high seroprevalence 
state and reports 15,298 AIDS cases. (CDC HIV/AIDS Surveillance Report, Vol. 
8, 1997). The lighter caseloads of Alabama and Arizona may help to explain why 
they have been able to obtain slightly higher match rates than Maryland.
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25.3% in AIDS registry) and people aged 13 to 29 (up to 19.4% in UI registry from 
14.1% in AIDS registry). These trends are consistent with our current 
understanding of trends in HIV infection, and thus suggest that Maryland’s UI 
system is effectively and accurately tracking the spread of HIV in that State.

Maryland public health officials readily acknowledge that there are some 
things that the State’s UI system cannot do. For example, in the absence of good 
provider logs or their equivalent it will be difficult to obtain detailed information 
on clinical status and risk categories. Maryland has embarked on an education 
campaign to train clinicians in the importance of maintaining logs and is 
contemplating adding information on risk categories to the Unique Identifier in 
order to improve the information available to state health officials.

TABLES
Completeness of Reporting UI Status lor Persons in CTS Excluding Results From Cited Lab

Not in UI Database 
N = 20 (23.5%)

HIV + Persons in CTS 
N = 299

In UI Database 
N = 229 (76.5%)

Rapartt enttpid at ol 10/Z/96
mv + pamns testad at catifidsnllal ns attas dartm flu pariotl 7/1/95 thrmigli B/30/98

CONCLUSION

An examination of Maryland’s experience indicates that Unique 
Identifiers, while not problem-free, can provide a sound basis for HIV 
surveillance. Maryland is now effectively using UI’s to fulfill the basic functions of 
HIV surveillance: to monitor HIV infection trends and to identify cases of HIV 
and AIDS. It is worth noting that Maryland has achieved a level of success using 
Unique Identifiers despite the fact that the federal Centers for Disease Control 
has failed to provide any funding to support the program^ Requests by Maryland 
to use funds from its surveillance cooperative agreement to support this program 
have been repeatedly denied by the Centers for Disease Control. Maryland is 
committed to continuing and improving its UI program, despite this continued 
lack of federal funding.

That Maryland’s UI system does not accomplish all public health goals 
related to HIV should not be surprising, because every disease surveillance system 
is limited in what it can accomplish. Disease surveillance systems are not health

By contrast, the CDC has provided funding to states to set up HIV names-based 
reporting systems.
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care delivery systems. Nor are they means of conducting in-depth epidemiologi­
cal investigations of individual cases of infection.*' Thus, suggesting that a UI 
system does not work because, for example, it does not link individuals into health 
care, makes no more sense than suggesting that prevention education does not 
work because it does not increase AIDS funding.

In light of Maryland’s increasingly successful experiment with Unique 
Identifiers, UI’s must be considered as a viable alternative to names-based 
reporting as we expand HIV surveillance in response to the changing nature of 
the epidemic.

This does not mean that we should ignore the possibilities for epidemiologic 
investigation that UI systems offer. For example, Maryland has participated with 
the federal Centers for Disease Control in surveillance of sub-types of HIV. In fact, 
it was through Mar)Iand’s UI system that the first case of sub-type G HIV was 
reported. P.S. Sullivan, Do., An.N., Robbins, K., et. al. “Surveillance for Variant 
Strains of HIV: Subtype G and Group O HIV-1,” L^nttJAMA, 278:292 (1997).

ACLU AIDS Project HIV Surveillance and Name Reporting



CONVERSATION WITH DR. LIZA SOLOMON,
DIRECTOR, MARYLAND AIDS ADMINISTRATION

ACLU: What should we look at to determine whether an HIV surveillance
system hke Unique Identifiers or names-based reporting is working?

L.S.: In order to assess whether a disease surveillance system is working, one
must first clarify what are reasonable expectations for the system and 
what information is needed to accomplish the important public health 
goals of surveillance. If one looks to a surveillance system to give basic 
epidemiological information on populations that are affected and the 
risk practices involved, then some slight over or under-counting will 
not have a significant impact on the data. For example, it may only be 
important for epidemiological purposes to know that young 
heterosexual women are increasingly becoming infected with HIV. 
Knowing that there are 200 HIV positive women as compared to 220 
will not impact service or prevention planning.

ACLU; What level of statistical precision is necessary in order to accomplish 
the public health goals we have for HIV surveillance?

L.S.: This question again relates to the goal of the surveillance activities. In
order to plan services, prevention activities, and target programs, it is 
important to have a good, although not exact, idea of the number of 
individuals involved. Public health programs are usually targeted at 
populations and affected communities. Knowing each person's 
identity is not necessary to accomplish these goals.

ACLU: Would a surveillance system that included names be more helpful in
insuring that individuals who need medical treatment have access to 
health care?

L.S.: Surveillance systems are not the most effective vehicle for insuring that
individuals receive health care. Referring individuals into care and 
insuring that they have access to care is a critical public health 
objective. Disease registries, such as cancer registries or AIDS 
registries, have rarely been the means to identify individuals for 
referrals into care. Estimates from the Centers for Disease Control 
suggest that there is a significant lapse in time before an individual with 
AIDS is reported to the state registry. CDC estimates that 50% of 
people with AIDS are reported within 3 months of diagnosis while 
20% are not reported to AIDS registries for more than one year. (CDC 
HIV/AIDS Surveillance Report, Vol. 8, 1997). Similar delays can be 
expected in any HIV case reporting system. Guaranteeing care and 
insuring that there are needed linkages to care should occur at the point 
of contact with the patient - at the testing site or clinician's office.

ACLU AIDS Project HIV Surveillance and Name Reporting



ACLU: Has Maryland been able to use its UI system to get accurate data for
purposes of funding?

L.S.: Maryland has used data from its UI system to help inform decisions
concerning allocation of resources and to provide information used in 
funding jurisdictions.

ACLU: Do you believe that it is possible to monitor recent trends in HIV
infection in Maryland using Unique Identifiers?

LS.: UI information is helpful in providing a picture of early infection and can
provide information on nevir groups that may be affected by HIV In a 
comparison of demographic information obtained from the UI registry 
and the AIDS registry in Maryland, we have seen that individuals with 
HIV are younger and more likely to be female than individuals in the 
AIDS registry. Using the UI and AIDS registries we have found that there 
is little difference by race among those with HIV and AIDS in Maryland.

ACLU: Has Maryland had difficulty providing services for people with HIV and
AIDS because the state does not have a names-hased surveillance system?

L.S.: Maryland has a comprehensive system of service delivery to insure that
individuals needing services have access to them. In addition, Maryland 
has an AIDS Drug Assistance Program (ADAP) which provides 
medications to individuals with HIV and AIDS who have medical needs 
but inadequate resources to obtain medications. Maryland's ADAP 
provides unlimited access to aU protease inhibitors and antivirals for 
individuals in the program. There are no waiting lists and no clinical 
restrictions other than a diagnosis of HIV.

ACLU: Would name reporting allow for more effective partner notification?

L.S.: Partner notification is an important component of Maryland's HIV
prevention program. The contact point for insuring that partner 
notification is implemented is at the time that a person learns his/her 
HIV status. As part of Maryland's counseling procedure, when 
individuals receive HIV positive test results counselors inform them 
about the importance of partner notification and assist individuals in 
notifying. This process exists regardless of the surveillance system or the 
venue of the test, including anonymous test sites.

ACLU: Do we need name reporting in order to track down those individuals who
are tested for HIV and do not return for their test results?

L.S.: It is critically important that individuals, both HIV positive and negative,
learn their test results. In confidential HIV testing facilities, the patient 
name is known to the health care provider who orders the test. Follow-up 
with that patient can take place even though the State does not have a 
State-sponsored names-based registry of HIV. In anonymous testing 
facilities, the patient's name is not known to the provider. However, 
research shows that individuals who are tested anonymously are more
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likely to retrieve their test results than individuals who provide their name 
at the time of testing.

ACLU: Doesn't Maryland's requirement that providers maintain a log of those
who are tested mean that the possibilities for confidentiality breaches are 
even greater?

L.S.: In Maryland, providers are required to maintain some means for
surveillance staff to backtrack to obtain additional information. Providers 
don't necessarily keep logs. Some keep computer databases. And logs and 
computer databases don't need to include names. They can instead 
include medical record numbers or other non-name identifying 
information. Also, we're worried about the perception of the person being 
tested and whether they will be deterred from testing. In our experience, 
individuals most at risk for HIV trust their doctors more than they trust 
government agencies. They are thus less likely to be deterred from being 
tested by provider logs or their equivalent.

ACLU: Why do you think Texas has a negative evaluation of its UI program,
given the success of Maryland's program?

L.S.: Although Texas and Maryland have both used the same 12 digit UI
number, the two states have differences in their programs. In Texas, both 
physicians and labs have the responsibility to report. This may have 
created some difficulty with the volume of reports. Also, Texas' system 
does not require that physicians keep a log or equivalent. Thus when 
questions arose there was no way to return to the physicians and get 
additional data. Ultimately, any new surveillance system requires 
considerable work with the physician community to insure that it is well- 
implemented. It appears that additional education efforts with labs and 
physicians would be helpful.

ACLU: Has Maryland received any money from the CDC to develop or
implement its UI program? Has the state requested funds?

L.S.: Maryland has not received funds from the Centers for Disease Control to
implement its HIV surveillance system. Maryland requested funds to 
support this program in our 1995,1996 and 1997 surveillance cooperative 
agreement. All requests were denied. Maryland and Texas did receive 
funds from the CDC to evaluate the UI program.

ACLU: Do you think UI systems are more expensive than names-based
surveillance systems?

L.S.: Maryland has implemented its UI system without additional funds.
However, any expanded surveillance system, names-based or Ul-based, 
does require additional resources. Although we have implemented our 
system without additional funds, we estimate that it would cost the State 
of Maryland SI00,000 to more fully implement the UI surveillance 
system and have it reach the level of accuracy that is realized by our AIDS 
surveillance system.
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ACLU: Does Maryland plan any improvements in its UI program?

L.S.I We are considering nvo revisions to our UI system that we believe will 
give us additional data and reduce errors. First, we are considering having 
the provider ascribe risk category and include this as part of the UI 
number. This would allow us to have complete risk categories for all 
individuals in our UI data base without needing to call the physician. In 
addition, we are considering changing the layout of our number. 
Currently the race/ethnicity categories (a 1 to 5 classification) is right 
next to the gender category (1,2 category). We believe this has caused 
transcription errors which may be reduced by changing to an 
alphanumeric code. We are also expanding our education and training for 
clinicians to help them comply with the law.

ACLU: Why has Maryland resisted conducting HIV surveillance through name
reporting?

L.8.: Maryland adopted HIV surveillance by Unique Identifier after full
discussion and debate within our General Assembly and our community. 
Bills promoting names reporting were introduced and defeated in the 
1992 and 1994 General Assembly sessions. After a full discussion of these 
issues, legislation was passed which authorized the creation of the Unique 
Identifier system. This legislation has enjoyed considerable support from 
the HIV community. The AIDS Administration is committed to working 
in partnership with affected communities in all our programs.

ACLU: Does Maryland intend to continue using UI's, or to switch to names-
based reporting?

L.S.: Maryland is continuing to refine and improve upon our HIV surveillance
system. We have no plans to change to a names-based system.
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Embargoed for Release;
4 p.m. EST, October 27.1998

Contact: NCHSTP Office of Communications 
(404) 639-BB9S

MEDIA CLARIFICATION 
JAMA Articles on HIV Testing and Reporting

The Journal of the American Medical Association will publish a CDC article entitled, "Effect of HIV 
Reporting by Name on Use of HIV Testing in Publicly Funded Counseling and Testing Program^' in 
their October 28 issue. CDC would like to correct an inaccuracy in the JAMA press release on this 
article and clarify our strong support for anonymous HIV testing.

The JAMA press release Degins with the premise that the CDC study contradicts the findings of another 
article by Andrew Bindman. M.D.. from the University of California, San Francisco (UCSF). In fact, 
while the studies addressed different issues, both articles support the need for access to anonymous

The UCSF study, by Bindman and colleagues, evaluated whether anonymous HIV testing was 
associated with earlier HIV testing and HIV*related medical care than confidential HIV testing among 
people diagnosed with AIDS. The study found that HIV-Infected individuals who used anonymous 
testing services got tested and entered care earlier than those who used confidential services. Many 
people tested in confidential settings did not seek testing prior to becoming ill. Tbe findings underscore
the critical need to educate individuals at-risk about the need to learn their HIV status, and if infected to 
seek early care.

The CDC study, by Allyn Nakashima, M.D. and colleagues, looked at the impact of the implementation 
of HIV reporting In six states on test-seeking behavior. The data indicate that HIV reporting by name
did not significantly affect the level of HIV testing in publicly funded anonymous and confidential test 
sites.

As an increasing number of states have either implemented, or begun considering implementation of, 
HIV surveillance, there has been some concern that HIV reporting might deter people from seeking 
care. This study should help allay these concerns, as these data show no significant declines in testing 
following the implementation of HiV reporting. The article concludes that as additional states implement 
confidential HIV reporting policies, the impact of surveillance on those seeking HIV testing will likely be 
small and should not hinder HIV prevention efforts. CDC will conduct ongoing evaluations to monitor 
the impact of policy changes on testing behaviors.

To help ensure that reporting policies do not deter even a small number of people from seeking testing, 
CDC recommends that states make anonymous testing available. Previous CDC studies indicate that 
the lack of anonymous testing options may serve as a deterrent to testing In some high-risk populations. 
Maintaining anonymous test sites is important for prevention efforts and may help ensure that more 
individuals learn their status and receive the maximum benefit from HIV treatment.

Anonyrnous testing Is currently available in all but eleven states. CDC has strongly recommended that 
these states reevaluate their policies on this issue. Unless prohibited by state law, CDC requires that 
states offer anonymous HIV testing as a condition of funding.
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DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

Centers for Disease Control 
and Prevention (CDC) 
Atlanta, GA 30333

Ociober27,1998

Dear Colleague;

Today’s issue of the Journal of the American Medical Association (JAMA) contains an article by 
a Centers for Disease Control and Prevention (CDC) author and is entitled ‘'Effect of HIV 
Reporting by Name on Use of HIV Testing in Publicly Funded Counseling and Testing 
Programs," Data from this study describes trends in HIV testing in publicly funded counseling 
and testing sites before and after implementation of name-based HTV reporting in six states 
(Louisiana, Michigan, Nebraska, Nevada, New Jersey, Tennessee).

Overall, tliere were no significant decreases in the number of HTV tests provided at the 
counseling and testing sites in the months immediately after HIV reporting was implemented in 
any state, other than those expected from trends present before HIV reporting. The article 
concludes that as additional states implement confidential HIV reporting policies, the impact of 
these policies on those seeking HIV testing will likely be small and should not hinder HIV 
prevention efforts. (The full text of this article can be found on tlie JAMA Web site at 
httD://www.ama-assn.orK/sDCcial/hiv71ibrarv/readroom/iama98/ioc80227.hlm.J

There is another article in this issue of JAMA entitled "A Multistate Evaluation of Anonymous 
HIV Testing and Access to Medical Care." This article, by Andrew Bindman, M.D., from the 
University of California, San Francisco (UCSF), is about a study that clearly demonstrates that 
individuals tested anonymously sought HIV testing and medical care earlier in the course of HIV 
disease than did persons tested confidentially.

The researchers used data collected as a part of a cooperative project between the University of 
California, Berkeley: CDC; and eight state health departments (Arizona, Colorado, Mississippi, 
Missouri, New Mexico, North Carolina, Oregon, and Texas). This project, called the AIDS 
Patient Survey (APS), found that anonymous testers spent over a year more (an average of 387 
days) in medical care prior to an AIDS diagnosis than did confidential testers. The findings 
imderscore the critical need to educate individuals at risk about the need to learn their HIV status 
and, if infected, to seek early care. (The full text of this article can be found on the JAMA Web 
site at hLiD://wwv/.^a-assn.org/sDecia]/hiv/librarv/readrooTn/iama98/ioc80107.htm.)

Unfortunately, the original JAMA press release about these two articles began with the premise 
diat their findings contradict each other. In fact, the studies simply address different issues. 
Attached are both studies.

CDC believes that both anonymous testing and comprehensive HlV reporting are vitally 
important to HIV prevention efforts. Anonymous testing is currently available in all but eleven 
states. CDC has strongly recommended that states not offering anonymous HIV testing 
reevaluate their policies on this issue. Unless prohibited by state law, CDC requires that states
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Page Two-Dear Colleague

offer anonymous HIV testing as a condition of funding. We strongly believe, and have seen 
demonstrated in states that have both anonymous testing and HIV reporting, that these critical 
elements of prevention can coexist and provide information that greatly enhances HIV 
prevention and treatment efforts.

Should you have any questions or need additional information, please call our Office of 

Communications at (404) 639-8063.

Sincerely,

Helene D. Gayle, M.D., M-P.H.
Director
National Center for HIV, STD, and TB Prevention 
Centers for Disease Control and Prevention
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Effect of HIV Reporting by Name 

on Use of HIV Testing 

in Publicly Funded Counseling 

and Testing Programs
Allyn K. Nakaahima, MD; RaaBcnarie Horsley; Robert L- Frey, PhD; Patricia A. Sweeney. MPH; 
J. Todd Weber, MD; Patricia L. Fleming, PhD

ContejtL—Policies requiring confidential reporting by name to etate health de­
partments of persons infected with the human immunodeficiency virus (HIV) have 
potential to cause some of them to avoid HIV testing.

Ob|ect(ve.—To describe trends in use of HIV testing services at publicly funded 
HIV counsellnfl and testing sites before and after the implementation of HIV report­
ing policies.

Design and Setting.—Analysis of service provision data from 6 state health de­
partments (Louisiana. Michigan, Nebraska, Nevada, New Jersey, and Tennessee) 
12 months before and 12 months after HIV reporting was introduced.

Main Outcome Measure.—Percent change In numbers of persons tested at 
publicly funded Hiv counseling and testing sites after implementation of confiden­
tial HIV reporting by risk group.

Rasults.—No significant declines in the total number of HIV teats provided at 
counseling and testing sites in the months immediately after implementation of HIV 
reporting occurred in any state, other than those expected from trends present be­
fore HIV reporting. Increases occurred in Nebraska (15.8%), Nevada (48.4%), New 
Jersey (21.3%), and Tennessee (62.8%). Predicted decreases occurred in Louisi­
ana (10.5%) and Michigan (2,0%). In all areas, testing of at-risk heterosexuals in- 
creaeed in the year after HIV reporting was implemented (Louisiana, 10.5%; Michi­
gan, 225.1%; Nebraska, 5.7%; Nevada, 303.37<>: New Jersey, 462.97»; Tennessee, 
603.8%), Deolinee In testing occurred among men who have aex with men In Loui­
siana (4.3%) and Tennessee (4-1%) after HIV reporting; testing increased for this 
group in Michigan (B.3%), Nebraska (10,6%), Nevada (12.6%). and New Jersey 
(22.47a). Among injedbn drug users, testing declined in Louisiana (l57o), Michi­
gan (34.37a), and New Jersey (0.6“4) and increased in Nebraska (1.7%), Nevada 
(18.97b), and Tennessee (16.67©).

Cenoluelone.—Confidential HIV reporting by name did not appear to affect use 
of HIV testing In publicly funded counseling and testing programs.
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POLICIES for the conAdential repoit- 
ing by name of parsons with acquired 
immunodeficiency syndrome (AIDS) to 
health departments exist in all states.' 
Tlie ability to monitor trends in the epi­
demic dtfa to the human immunodefi- 
citniiy virus (HIV) has been based on

these AIDS case reports. In cuntraiit, 
confidential reporting by name of HIV- 
infected adults and adolescentjli (aged 
s:13 years) who do not meet the criteria
for AIDS (HIV reporting)' has been 
implemented less wJBipletely, by Janu­
ary 1998, only 28 states required physi- 
aians and otbor health core providers, 
including clinicians, laboratories, and in­
stitutions (eg, hospitals, clinics), to re­
port these cases,* Until recently, AIDS 
case reporting met most of the informa­
tion needs of monitoring and eharactar- 
i2ing the HIV epidemic. Because of 
changes in the epidemic, most notably 
thoBo related to new therapiea. AIDS 
case reports no longer provide adequate 
information, and HIV reporting will be­
come increasingly important."-^

See also p 1416,

One barrier to the adoption of HIV 
reporting has been the aonoam that such 
policies might cause soma individuals tu 
avoid testing or medical care.*''''" These 
concerns have been based on surveys’''* 
of at-rlsk population.9. Although the 
populations surveyed were at high risk 
for HIV (eg. men who have sex with men 
[MSM]), they were limited by small num­
bers and narrow geographic coverage. 
Moat Burveya aaked people about Lhoir 
intent to test v/ithout verifying testing 
behaviors after the implementation of 
HIV reporting.

Large-scale, publicly Ibnded HIV coun­
seling and testing (CT) pro^ams have 
been in place in all states since 1985.'"

Effect or HIV Reporting on HIV Testing—NatcaBhlma el al 1421
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These programs wer*-- nuwtuiy iinjiie- 
mented to provide sites for HIV testing 
other than blood banks and to offer 
anonymouB or confidential HIV CT ser­
vices to anyone seeking a test. Approxi- 
matoly 2.6 mUllon HIV tests are ftu- 
nished by the CT programs each 
year.'* ’’ In areas where HIV repmting 
legislation was introduced after imple- 
mentation of CT programB, the data col­
lected by these programs provide a 
unique opportunity to observe the effect 
of HIV reporting policies on testing. In 
this atudy, wa used CT data to compare 
the changes in use of HIV testing ser­
vices before and aftor HIV reporting 
was implemented.

METHOCS
The Centers for Disease Control and 

Prevention (CDC) has funded 66 project

Table 1.—Numhor ol HIV To*W Porformeb In 
publicly Funded HIV Counseling and Testing Sites 
ina Year Botero orxS Atipr |(iipl«n>«niattan of HIV
Raponing by Stale*_____________________

Perlermed

before Atior ’/> f 
Reponing Reporting Change valuet

Louisiani
Mjchlgan
Nebraska
Nevada
Nav< Jersey
TennsEsae

Baasa aaan -1Q.E .30
6S704 65398 -3.0 .70

4348 SD36 15.8 C.D01
9813 14ZB4 48.4 ^.DDl

81 440 74 324 ai.3 C.001
20664 33675 62.8 <001

‘Data eidude teals uritheut alto numbora, lesis re- 
poriod from sjia* *ilh tower than 30 lolal leaia during ihe 
2S-momn swdy perioo, and siiee reponing no leata 
during any sln^e monin. MlV indicaies nutnan Iminu- 
nod^iclency virus.

fDato *ra baaed on raauHS of Polssan re9re»«ier» 
modeling,

41'e«,o lik eLutu., ................. ..................................departments for HIV CT services since 
198G,“ ‘“ Sinc« 1990, most project areas 
have sent to CDC data on individual 
teats performed. For each test per­
formed, informatioti Who collected on 
month and year of test; sex, race or eth­
nicity, and HIV risk anpogui-e group 
(MSM. injaction drug use, sex with a per- 
Bor infected with HIV or atriskforHIV) 
of the person tested; type of testing site 
(stand-alone counaeling and testing site, 
sexually transmitted disease clinic, drug 
treatment center, family planning clinic, 
community health center, prison or Jail, 
other); test restult; and type of test 
(anonymous vs confldcnllal), added af­
ter 1992.

In 5 states, HIV reporting wus imple­
mented after CT data collection was in 
place. In Louisiana, HIV reporting was 
implemented in February 1993; in Ne­
braska, September 1996; in Nevada, 
February 1992; in New Jersey, October 
1991; and in Tennessee, January 1992. In 
Michigan. HIV reporting was required 
by regulation beginning in 1988. How­
ever, the health department did not ac­
tively solicit HIV esse repoitB fi-om phy­
sicians and other providers, including cli­
nicians, laboratories, and institutions 
(eg, hospitals, clinics), until April 1992. 
Therefore, for Michigan this date was 
taken as thp date on which HIV namo 
reporting was implemented. In these 6 
BtatsB, tho numbor of HIV tests, the 
number ofpositive HIV test results, and 
the distribution of these tests by sex, 
race or ethnicity, type oftestingsite, and 
ri,sk exposure group were compared for 
the 12 months before and the 12 months

□ Louisians 
■ Michigan

o Nebraska 
• New Jersey

* TannesEBB
• Nevada

QBfgrB HIV Reporting Alter H|V flapofting

-'vV

Momhs

Number o| numan imtnunedaflclency virus (M|V) tests performed per month at publicly funded H|v coun- 
SBlIng and testing rIibb before and after Implomanlation of HIV repoilinfl by state. Dates HlV-raportlng-Oy- 
name policies were implomenied were as rollowa; for Louteinno, Fobruary less; Mehigan. Apnl IMS; Ne­
braska, September 1995: Naw Jersey. Ociober 1991; Tenneesas, January 19B8; and Nevada, February 
1992.

datu for the month when HIV ns-mo re- 
porting was introduced were excluded. 
We <^luded CT sites reporting fewer 
than 50 tests to the client record system 
during the 26-month period of evalua­
tion, Because of policy changes, changes 
in funding, or other program iasuab, sites 
may be added or eliminated from a 
atjite’d CT prortam. To minimize the ef­
fect of ohangefl m sites, we excluded sites 
that reported no testa for any month dur­
ing the 25-month study period.

Data on type of teat were available for 
Louisiana and Nebraska and the per­
centages of anonymous and confidential 
tests before and after HIV name raport- 
ing were assessed by sex, race or ethnic­
ity, and rii»k axpoaura group for thane 
states.

To account for the variations in auto- 
correlated data (ie, the underlying sta- 
tiatical distribution of repeated mea­
sures over time in tho same eitBSi), we 
used a Poisson log-linear model. For this 
model, the number of tests wae the re­
sponse variable used to compare the 
montlis before and the months after 
implementation of HIV reporting. 
Within the model, the generalized esti­
mating equations method was incorpo­
rated to fit a correlated roaponae 
model.*"-^* The trends in the number of 
toats before and after HIV reporting 
were also compared by using the model. 
The 3 variables in the model compaiiiig 
trend.s were time (before vs after HiV 
reporting), trend (linear trend over 12 
months), and time by trend interaction 
(trend same or different before vs after 
HIV reporting).

The data used in the analysis were col­
lected to monitor service provision, not 
for use in a research study; for example, 
no population sampling was p«rform“d. 
In addition, because of the large num­
bers of tests performed in most areas, 
small percentage changes may result in 
Btatiatieally sijjnificant differences that 
are not practically meaningful. There­
fore, we preflont steatifted tables as com­
parisons of numbers of tests and per­
centage changes without further stati.s- 
tieal deacription.

HIV/AIDS surveillance coordinators 
and HIV CT progi-am coordinators in 
each of the 6 study areas were tele­
phoned to obtain qualitative information
about the methods used to inform tho 
general public and health care providers 
Buch as physicians and other clinicians, 
laboratoriaa. and institutions about HIV 
reporting, local HIV CT program chai- 
Bcteriatica, and occurrences (eg, madiii 
events, changes in program funding) 
that may have influenced counseling and 
testing trends at the lime HIV name re­
porting was implemented.
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MM WHO Hav» Sax With Man Inlacllon 0>ws mow

Bafora
Raportlfig

Atlar
Repanlng % Choofle

Belore
RaponInB

ARor
Bepoittng

Before After
stChenBe /-^Hepe^^^na Repprtlng »Change

Louisiana 1333 t274 1838 1SC2 -1643 9887 11D0Q 10.5

Michtasn aeee 4>lS 3418 2847 -M.3 57S6 1B844tS 325.1

NebraxKx aaa
Nauada 853 1013 1S.9 B97 3618 303.3

Now Jeraey 3242 3B6B 22.4 TOir 7011 88B4 ISBSe

Tannes 2734 1508 17S9 S788
483.08
BD3.8§

Inceeaa in this group coincided

RESULTS
During the 26-Tnonth period before 

^nd after the implementation of HT V re­
porting, the total numbura of HiV teata 
provided through the states in the study 
were us follows: Louisiana, 86 7H4 tests 
at 60 sites; Michigan, 1S8 802 teata at 5S 
sites; NehraeUa, 9749 testa at 8 oi toej Ne­
vada, 25 002 teats at 3 sites; New Jersey, 
141946 teats at 84 aiteu; and TenneaseB, 
66 721 tests at 29 sites. Tbeae teats rep- 
resantod SS% of HIV tests performed in 
publicly funded CT sites in Louisiana 
during this period, 96% in Michigun, 77% 
in Nebraslca,88%in Nevada,84%in New 
Jersey, and 79% in Tennoasee.

When we compared the total number 
of tests performed in the year before and 
the year after HIV reporting, 4 statas— 
Nebraska, Nevada, New Jereey, and 
Tennessee—hud incresaea in tho num­
ber of teats performed after implenion-
tatlon (16%, 48%, 21%, ivnd 68%, reapec- 
tivaly; Table 1). Louisiana and Michigan 
had deolinea of 11% and 2%, ro<p«otively. 
in the total number of tests; however, 
theso declines were not statlatically aig- 
nifioant.

When linear trends were examined 
throughout the study period, there wero 
DO large or prolonged doelines in the 
number of teets performed in any area in 
the months immediately after HIV re­
porting was implemented (h'igure). A 
transient decline in the number of teete 
in Michigan in the months immadiately 
after implementation of active aurveil- 
lanco for HIV caaeB had ratumad to 
baseline by the end of the 12-month pe­
riod of study. A declining trend in the 
number of tests in Louisiana began be­
fore HIV reporting was implemented 
and continued afterward; the Poiaeon 
model showed no Htatiatically significant 
difference in these trend* (eg, ihc slope 
of a regression line drawn through num­
ber of teats per month beforo HIV re­
porting and the slope after HIV report­
ing were the same). A statiatioally aig- 
nificaiit difference in the bofore-and-af- 
cor trends Wee found In Nevada, New 
Jersey, and Tennessee, In these 3 states.

■ftWB 3.-Number ot Anonymous snd Conlidenlial H|V Tests in iHi Year Belore and After HIV Reporting far

Ne. of AnsW»oU« HiV Txbib

Bafore
Rapenlng

After
neportlng

1

K. Change
Bafore

nepanlng
After

Raponing

i

% Change
Laulaians

All wci» 88S1 4987 -23.3 30B9S 29459 -4.6

wnila MSM 448 34B >22.3 180 174 8.8

Alrlcsn Amsrican 21S6 1614 -24.7 24 575 22911 -e.8

Inioction Bruo user 867 268 -37.0 1253 1140 -8.6

NBbraskB
All leslE IBBS 2535 34.3 2386 S444 2.S

While MSM 271 3BE 48.1 100 174 -IT.O

African Amarinn 106 152 43.e 226 269 18.6

Inleelion drug user 1Q6 118 11.3 124 121 -2.4

<0^1. locie lar whinh el ibei was unknown or mlaslnn K18% ol lolal tasis lor Louisiana and <3%
for Nebraska), HIV indioaies human immUnQd«|ielencv virus: MSM, mar who nava lex wun man.

the level oi testing was higher aftM' HIV 
reporting.

Among whites, the number of HIV 
teats Increased after HIV reporting was 
Implemented in all states but Louisiana, 
which had a 10% decline. The trends for 
Hispanic persons were similar to those 
fur whites: a 22% decline for Hispanic 
persons was seen in Louisiana after HIV 
roporting. Among blacks, the number of 
tests performed after HIV reporting de­
clined in Louisiana (10%), Michigan 
(26%), and New Jersey (2%).

Among MSM, the risk group that re­
ports have BUggeatad would be the most 
hkciy to avoid testing if HIV reporting 
was implemented, the number of tests in­
creased in 4 states in the year after HIV 
reporting was implemented (Table 2). 
Louisiana and Tennessee experienced de­
creases in testing of less than 5% for this 
group. Among injection drug users, de­
cline*! in tasting oecurred in LouiBiana and 
Michigan (Table 2). Among at-risk het­
erosexuals, which included pereons with 
sexually tranamitted diBaaaea, powonB 
who had exchanged money or drugs for 
Box, und thoSB whose sex partners were 
at risk for HIV, increases in testing were 
Been in all ureas after HIV reporting was 
Implemented (Table 2). Counsoling and 
testing coordinators in New Jersey und 
Tennoasee attributed the largo in­

creases for this group partly to Earvin 
"Magic” Johnson's announcement of 
his infection In November 1991which 
nearly coincided with the implementa­
tion of HIV reporting policies in these 
atates.

In I.ouisiana, both the number of 
anonymous teats and the proportion of 
total HIV taatsthat wereanonymouB do- 
creosed after HIV reporting was imple- 
montecl. At the Kemo time, the number 
and proportion of confidential tests in­
creased (Table 3). Opposite trends were 
seen in Nebraska (Table 3). In Nebraska, 
at the time HIV reporting was intro­
duced, counselors were instructed to en­
courage clients to select anonymous 
tasting. Among white MSMb, in Louisi­
ana, there was a decline in anonymous 
testing and an increase in confidential 
testing. In Nebraska, the reverse wa.s 
true. In Louisiana, declines were seen 
among blacks both in anonymous and
confidential toBting aftor H1V roporting
began. The deoline in anonymous testing 
wa« greater than the decline in confiden­
tial testing. Both types of tests increased 
among blacks in Nebraska. Among in­
jection drug usera, confidential testing 
decreased in Loui,siana and Nebraska af­
ter HIV reporting whereas anonymous 
testing increased in Nebraska und de- 
creaBed in Louisiana.
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ej-i_______ b.-

Media cfiveraee and uruaBlae Informinp the public 
abeui HIV raponing

Nai»tpapgr anieles ____________________ _

Loyltlana

X

MicniBsn N0BrQ9RB

X
cX X

Press eonlorepcB
X X

E»«ning leleviejon neob X X

Radio nevut
X

Public and aduaallonal leleviEion
X

Public nearinas X X X X

Siraiegles used to imroduce HIV (eporring 
|B saruloa piDvidws

PaophlalE and Informalian shears X X X

Public health, epidemlblngr. or (TWdlcal society 
newelaiiars and bullsllns

X X X X X

taller camgaigne (ag. la phyeictans. labofawrl»i, cllnlce) X X X X X

Prusenlallene at prolesalonei rneeiings X X X X

Traininfl courses X X

Is ananymaus lasting available? Yb« Yea Yes Yea NO NO

Are heelih deparlmant personnel required to notify panners? No No No No No No

How were gublioly funded HIV CT elies nollfied 
about HIV reponitifl?

Letters to all sites X X X X

Training courses X X X X X

Ipvolwemant in maeUnfls or aita uIeIIs
IS dIeeuEE Hiw reportloo

X X

Maw do HIV counselors inlorrn paAents aboui
HIV roponing raoulrements?

Pan of Informed eonasni term X X X X

Part of rautina eBunselinQ X X X X

Inlormaiion sheets or pamphlera X

other fllrciunsiancas coinddlng with HIV reporfing
inki iniiuancsd CT trends

Eaivin 'Magic' Johnson's announoemenl X X X

AnonyrnauB tesiing aotively encouraged X

Expansion ol CT pfograme 1 X X

outtoacn oiiana to higlwiBk populaiions X

EAoils lo eliminaie lasllno o| Isw-rish populations X

•HIV Indicaias human Immunodulleiancy vlrua; AlDfi, acquired immunoaeddenoy ayndroma; and CT, eounseling and laadna.

CounoctfjrK informed CT clients about 
HIV reporting requirements through 
verbal oouneoling, infurinod consent 
forma, or information pamphlets (Table 
4). The methods used to inform health 
care providers and the public about HIV 
reporting requirements and the avail- 
ability of anonymous testing services 
differed among areaB (Table 4).

COMMENT
ConDdentia) reporting of HIV-In­

fected persons by name to health depart­
ments has been contruverainl nnd many 
states have been unable to implement 
HlV reporting policies because of oppo­
sition in the community.^ One of the key 
concerns about HIV reporting is thftt it 
might deter people at risk from being 
tested or seeking care. In a recent posi­
tion statement, tne American Civil Lib­
erties Union stated that "name report­
ing is a counterproductive public hoallh 
measure that will cause individuals to 
avoid testing."” The evidence on which 
such statements are based consists 
mostly of anrveya such as the ono re­
ported by Kegolas et al,in which 60% of

1424 JAMA, Ociobor 26.1998—VqI 280, No. 16

180 persotiE surveyed in 1987 and 1988 
would not be tested if positive results 
had to be reported to health officiKlE or if 
partner notification ("contact tracing") 
were conducted. These surveys on the 
perceived and hypothetical barriera to 
testing have been reviewed by Burris,-' 
who detected a number of flaws (some of 
which We discuss later). He concluded 
that they do not provide an "account of 
determinants of the underlying social 
risk [to testing]... and bo fail to provida 
a basis for properly identifying what 
people U'e afraid of through reeaarch.” 
The evidence showing an affect of HIV 
reporting on actual testing behavior is 
scantier. In 1988, Johnson et al“* showed 
that the rate of monthly attendance by 
MSM at an alternative HiV test site de­
creased 51% in the first 24 months after 
the reporting of HlV-positlvt persona 
by name became mandatory in South 
Carolina. In contrast with theae mporta, 
H multistatc survey of high-risk popula­
tions conducted in 1996 found that only 
2% of people who had not been tested 
said that oonoorn about HIV reporting 
was the m^n reason they were not

tested®*: moat could not correctly iden­
tify their state's reporting policy." An 
analysis of data from the 1988 AIDS 
Knowledge and Attitudes Survey of 
more than 20000 people also found no 
relationship between HIV reporting re­
quirements and previous or panned use 
of testing,*'' Our results showingno large 
declinea inthe number of persona (over­
all or among high-rink groups) seeking 
testing at publicly fund^ CT sitea after 
the implomontation of HIV neparting 
policies complement and confirm these 
laat 2 studies.

One reason for the differences in find­
ings from these etudies is the popula­
tions studied. The studies tliut focused 
on groups (eg, MSM*'“ or persona acek- 
Ing anonymous toatlng'*) that have a 
greater interest in confidentiality and 
dlBcrlmination issues were more apt to 
find significant conceruB about HIV re­
porting. Most of the persons in the 1988 
genera) population survey** were low- 
risk persons who would be less con­
cerned about HIV reporting. Among 
highly concerned groups, either there 
must be heterogeneity of opinion or the

Effect of HIV Reportlns on Hiv Teating—NsKashima at al
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periielved riska atated in hypoihatical 
surveys do not actually result In avoid­
ance of testing, as suggested by the lack 
of declines in testing among MS W In our 
study. We found declinea m testing 
among blacks and injection drug users in 
Louisiana. Michigan, andNow Jersey af­
ter HIV reporting began. In New Jer­
sey, the declines were leas than 2% ana 
were within the range expected for rou­
tine year-to-year variation. In Louiai- 
ana. the declines were coneistent with
overalldeclineslntefltingthatwflrepres-
ent before HIV reporting virae imp e- 
mented, as evidenced by the laok of alg- 
nificant differences in trends before and 
after HIV reporting. The declines m 
Louisiana may have been related to 
changes in CT program poUcy that ware 
occurring during the study period. For 
example, many CT sites in this state had 
to be excluded from the analysis because 
they had stopped offering testing due to 
the low number of HI V-poeitlve persons 
identified. In addition, many CT Bit<ia rit- 
peatedly test low-risk clients; over tune, 
these Sites may counsel persona at lower 
nak to return for testing leas often.

The declining trends for blacks and in- 
jeotion drug users in Michigan were dif­
ficult to interpret bacaUfie we were not 
able to define a date of HIV reporting 
implementation. Legislation on HIV re­
porting was enacted in Michigan m 19bs. 
However, because the health depart­
ment had no infrastructure to support ad- 
ditional data collection, HIV case re­
ports were not actively solicited from
physiciana, clinicians, laboratories, nndin-
stitutions until Apiil 1992. The active so- 
licitation of case reports was focused 
mostly an public proridera and was not ac­
companied by publicity. Most clients at CT 
sites were probably Unaware of this 
change in policy. In addition. Magic 
Johnson's announcement” was espe­
cially felt inMichigen because ha had once 
lived there. His announcement was made 
in November 1991; in our analysis, the data 
for the year before HIV reporting In­
cluded the months immediately after the 
announcement. The decline in the num­
ber ofteHls after HIV reporting could have
beenan artifact cauBBdbyaretum to baae-
line levels of testing after a trunsiant in­
crease following tlie announcement. To 
fuitl^er Bubstantiato this, we examined sd- 
ditional data from Michigsn 1 year’ after 
the situdy period; the number of tests for 
blacks had increaaad 9% (from 21792 to 
23.7201, and the number of teats for injec­
tion drug users had increased 16% (from 
2347 to 2693). Theae level* were similar 
to the lo vela in the year before the study 
period: 23391 tosts for blacka and 2158 
testa for inj ection drug ueere.

Another reason fur differences in re­
sults may be the timing of the studies.

jama, October 38. 1998—Vol 200, iMo. 16

retroviral therapies became available.
Aa thertpieshave improved, the advan­
tages to the patient of early diagn^ia 
and treatment can provide a powerful 
incentive to teftting. and those adv^

' Ugeo may outweigh coneBira about HI V 
reporting. Since the early years of the 
opidemio, there has aUo been conBlder- 
able experience with the security and 
confidentiality of AIDS case-reporting 
data and with issuea of discnimnanon, 
which may have allayed the concerns of 
persons considering HIV testing. Case- 
reporting data for AIDS have been 
heavily relied on to allocate resources 
and services for infected patients. Popu- 
lationa who benefit from these aervioea 
may understand the need for this iirfor- 
mation and be willing to provide it. 

Anonymous testing was available in 4 
of the atetaa in our stody. Reports have 
suggested that the introduction of 
ananymouc tasting jneressaa testing in 
high-risk populations'''^'^ and the elimi­
nation of it decreases testing in these 
groups.'^"" In Nevada and Tennessee, 
where anonymous testing was not 
able, overall tanting inoreaaed after HI V 
reporting: however, a small decline In 
testing occurred among MSM in Tennos- 
see. If there had been no access to anony­
mous testing in the other Btates, mor* 
declines in testing after HIV reporting 
poHciea might have bean seen. In the 
states where we could evaluate anony­
mous vs confidential testing, the per­
centage of tests that were anonymous 
decreased from 1B% to 1S% in Loipiana 
and incrcMfid from 43% to 60% in Ne- 
braska before and after HIV reporting. 
From these results we conclude that 
there may bo some persons who wish to 
test anonymously and concur with the 
recant recommendation of the Council of 
State and Territorial EpidemiologiatB“ 
that states considering HIV reporting 
polieioB should moke anonymou* tearing 
available.

The HIV CT data aystem has a num­
ber of limitations because it is designed 
to measure delivery and use of testing 
services, not to support a rigorous analy­
sis of testing patterns. The system mea­
sures the number of tests rather than 
the number of persons tested; thus, 
people may be tasted multiple tlmea and 
the results cannot be identified as com- 
ingfrom repeat teats. Each state CT pro­
gram is unique and policy changes (eg, in 
funding, pcraonnol, tearing resources, 
advice given by counselors on when to 
return for retesting, site aelaction), me­
dia events, availability of other testing 
aervicea in the community, and many 
other factors unrelated to HIV report­
ing may have affected the secular trends

of CT coordinators and our site exclu­
sion criteria, to account for some of the 
main fostors that coincided wth the 
implomantation of HIV reporting. Fi­
nally, these data are not representotive 
of testing trends in the offices of private 
phyeicianB or other aettings where per­
sons may be tested. Despite these bmi- 
tations. the number and variety of pub­
licly funded CT sites and the large rum- 
bers of persons who use those testing 
services mak* it unlikely that a large ad­
verse effect of HIV reporting on tearing
would hove been misaad-

With the changing trends m dimcai 
aids incidence (^6% between 1995 and 
1096) and AIDS deaths (-23% between 
1996 and 1996) brought about by im­
proved therapies,^ information on HlV- 
hifeotad non-AIDScaaeB obtained throughInfected non-Aiwaiumibb HIV case reporting will be reeded for 
monitoring, planning, and allocation of re­
sources for prevention and climcal aet- 
vices." As states implement confidential 
HIV reporting policies, tboae data indi­
cate that the impact of surveillance oh 
those seeking HIV testing will be small 
and ehould not hinder HIV prevention 
efforts.
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Multistate Evaluation of Anothymous HIV 

Testing and Access to Medical Care
Andrew B. Bindman, MD: Dennis Osmond. PhD; Frederick M. Hecht, MD: J. Stan Lehman. MPH:
Karen Vranizan, MA; Dennis Keane. MPH; Arthur Reingold. MO:
and the Multistate Evaluation of Surveillance of HIV (MESH) Study Group

Context,—Infection with the human immunodeficiency virus (HIV) is the only in­
fectious disease for which anonymous testing is publicly funded, an exception that 
has been controversial-

ObieciJvc.>-To assess whether anonymous HIV testing was associated with 
earlier HIV testing and HIV-related medical care than confidential HIV testing.

Design.—Retrospeaive cohort.
Setting.—Arizona. Colorado. Missouri, New Mexico, North Carolina, Oregon, 

and Texas.
Participants.—Probability sample of 835 new acquired immunodeficiency syn­

drome (AIDS) cases reported to the state health department’s HIV/AIDS Reporting 
System from May 1985 through December 1996. All had responded to the AIDS 
Patient Survey: 643 had been tested confidentially for HIV, and 192 had been tested 
anonymously.

Main Outcome Measures.—First CD4* cell count; number of days from 
HIV-positive test result to first HIV-related medical care, from first HIV-related 
medical care to AIDS, and from first HIV-positive test result to AIDS.

Results.—Persons tested anonymously sought testing and medical care earlier 
in the course of HIV disease than did persons tested confidentially. Mean first C04' 
cell count was 0.427 x i o^/L in parsons tested anonymously vs 0.267x i O’/L in per­
sons Tested confidentially. Persons tested anonymously experienced an average 
of 918 days in HlV-relat€d medical care before an AIDS diagnosis vs S3i days for 
persons tested confidentially. The mean time from learning they were HIV positive 
to the diagnosis of AIDS was 1246 days for persons tested anonymously vs 718 
days for persons tested confidentially. After adjustment for the subject's age. sex, 
racB/ethnicity. education, income, insurance status, HIV exposure group, whether 
the respondent had a regular source of care or symptoms at the time of the HIV test, 
and state residence, anonymous testing remained significantly associated with 
earlier entry into medical care (P<.ooi).

Conc(usion.-^Anonymou5 testing contributes to early HIV testing and medical 
care.

JaMA. 1»8-.2SO;U16.1.<20

BOTH confidential and anony­
mous antibody testing for the human im­
munodeficiency virus (HIV) have been 
avaflable at public testing sites in the 
United States since 1935. In confidential

From tne ^riina7 Car« MMtarcn Cen[er (Drs BinO- 
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PfMnrion. Sufiretilance and Eplflamiology. Centers tor 
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testing, a person’s name is linked to the 
Specimen, and the test result is recorded 
In X medical chart with a name. Early in 
the epidemic, the stigma assodaied with 
testing positive for HIV focused alien* 
lion on the potential for breaches in the 
confidentiality of an HI V test result. Con­
cerned that anxiety about the potential 
loss of confidentiality would deter some 
at*risk persons from voluntarily seeking 
lestingfor HIV, many state andloeal pui> 
lie health departments made this test 
available on an anonymous as well as a 
confidential basis. In anonymous testing, 
a unique identifier (typically a number) 
rather than a patient’s name is used to 
link the specimen and the result to the 
patient. Anonymous test results are not 
recorded in amedical chan that has a pa-

crent'e name-Theavailability of an anony­
mous HIV testing option has differed 
over time across states and localities. 
Currently. 40 states have publicly funded 
anon>Tnoua testing sites for HIV, and all 
50 states have publicly funded confiden­
tial HIV testing sites.

Sea also p 1421.

Human immunodeficiency virus is the 
only infectious disease for which anony­
mous testing is publicly fiinded, an excep­
tion that has been controversial Propo­
nents of anonymous testingbelie ve that it 
encourages persons who would not oth­
erwise seek testing to learn their HIV in­
fection status by etuninaling the concern 
about potendai loss of confidentiality 
Persons tested anonymously who learn 
that they are HIV poBitive maybe moti­
vated by their test result to seek medical 
care earlier in the course of the disease 
than they might had only confidential 
testing been available. Some studies have 
suggested that anonymous testing in­
creases the number of people who are will- 
ing to be voluntarily tested for HIV. In 
North Carolina, counties that offered 
anon\Tnous testing experienced greater 
growth in testing than did counties that 
continued to offer only confidential test­
ing.' Similarly, with the inireduccion of 
anonymous testing in Arixona and Or- 
egon,^more people obtained testingthan 
when only confidential testing was avail­
able. However, the findings have not been 
consistent: the Colorado State Health De­
partment did not detect a meaningful in­
crease in HIV testing with the inirodufl- 
tion of anonymous HIV testing.*

Because people who test HIV positive 
anonymously cannot be individuaily iden­
tified. reporting systems that rely on the 
results of anonymous lestingare prone to 
measurement error. It can be difficult to 
detect repeat teste, and the potential ex­
ists for duplicate reporiing- .Anonymous 
testing may undermine partner nonfia- 
ilon.* Furthermore, anonymous testing 
eliminates the opportunity to recontact 
persons who do not ratuni for their test 
results or to assist HlV-infected persons 
in obtaining medical care.

1416 JAMA, October 20, '998—vd 280. No, 16
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Because studies have been small have 
been performed in only 1 state, ordid little 
to control for differencee In the chaiacter- 
istla of pereons who used anonymous vs 
confidential tastinff, it has been difficult to 
diuw dear condusions about the value of 
anonymous HIV testing. We used data col- 
laaed as a part of a. cooperative project be­
tween the University ofCalifamla, Berlcc' 
ley. the Centers for Disease Control and 
Prevention (CDC), Atlanta, Ga, and sev. 
eral state health departments to evaluate 
anonymous HIV testing. We assessed the 
association ofthe type ofHTV testCanony- 
mouB or confidential) with when In the 
eoune of the disease persons with ac­
quired immunodeficiency syndrome 
(AIDS) (1) learned of their HIV uifocdon 
and (2) sought HIV-related medical care.

METHODS
The AIDS Patient Survey wsa eon- 

ducted in Arizona. Colorado, Missismppi, 
Missjuri, New Mexico, North Carolina, Or­
egon, and Texas. Because nearly all HIV- 
ii^ected persons are thought to progress 
to AIDS eventually and because AIDS 
surveillance is estunated to be 80% to 96% 
complete,° reported AIDS cases provide 
a population-based sample of the experi­
ence of HIV-Infected persons that can po- 
temially avoid biases that may be pres­
ent in venue-based samples.

In each state we sought to interview, 
after obtaining consent, aL persons who 
were described as having newly diag- 
no»d AIDS in a 1-year period or a prob­
ability sample of new cases, depending on 
the projected inddence of new’ AIDS di­
agnoses in the state. The sampling frame 
was persons newly diagnosed as having 
AIDS reported to the statehealth depart­
ment th^gh the HTV/AIDS Reporting 
System (HARS) from May 1995 through 
December 1996, who were alive at time of 
report, who were at least 18 year? old, and 
whose AIDS diagnosis had been made 
within 12 months of the date of their »• 
pon to the health department.

An expected number of persons with 
newly diagnosed AIDS was estimated 
from the number reported from the pre­
vious year who met the aMpling frame 
criteria. In states with an expected ind- 
denee of fewer than 600 cases, all new 
rases were sampled (Arizona, Mississippi, 
and New Mexico). In the remaining 
states, a probabllily sample was stratified 
by 4 HI V mode-of-exposure ^ups based 
on nportad behavioral information in 
HARS: (1) men who have sex with men 
(MSM), induding those with a reported 
history of injection drug use; (2) hetero­
sexual mjectioa drug users; (3) cases re- 
portai with no Identified risk; and (4) all 
other modes of exposure (heterosexual 
contact, transfusion, hemophilia). To get 
adequate numbers in each stratum for

■ lAMA. Octohor P.B. laSB—Vol 2SO. NO- 16 
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analysis, ve calculated sampling fractions 
with the goal of sampling equal numbers 
from each atratum. Colorado, Missouri, 
and Oregon sampled MSM and took all 
easesin ihe otherSstrata; North Carolina 
sampled 8 strata and took all in the other 
stratum; and Texas sampled all 4 strata. 
Uniform random numbers were gener­
ated for each new case in the 4 strata, and 
anew case with arandornnumberequalto 
or less than the sampling fraction was se­
lected for the study.

Sampled cases were considered eli­
gible for the study if they were living in 
the state, English or Spanish apealdng, 
and healthy enough to consent to and 
complete an interview. To avoid biasing 
our response rate upward by delaying 
the performance of the Interview-, pa- 
tienta who had died before the time of 
firet contact were counted in tbe denomi­
nator of elipbles if contact had not been 
made wichui 6 months of report. Public 
health surveillance personnel In each 
state developed procedures for contact­
ing and interviewing potential subjects.

All procedures were monitored by the 
Uiuversity of California and CDC to en­
sure uniform methods across the states. 
Surveillance personnel completed an 
outcome report form for each sampled 
case, which indicated the consent pro­
cess and the final outcome. Subjects 
were interviewed in either Spanish or 
English. The instrument was translated 
into Spanish and then back-translated to 
Engli^ before a final Spanish version 
was produced. Interviewers and super­
visors from the state health depart­
ments were trained in joint training ses­
sions In conducting a standard interview. 
States used between 1 and 4 interview­
ers to administer the survey and all 
study sites were visited at least once by 
University of California and CDC inves­
tigators to assess the consistemey of their 
technique. All completed interviews and 
outcome report forme were stripped of 
penonal identifier?, copied, and mailed 
to the University of California for data 
entry and conversion into electronic Sta­
tistical Analysis System (SAS Institute 
Inc, Cary. NC) files for analysis.

We compared the characteristics of re­
spondents who were tested anonymously 
with those who were tested confidantiafly 
and examined whether the type of HIV teat 
Was associated with when hi the coarse of 
the disease a subject sought HIV testing 
and HIV-related medical care. Date of 
AIDS diagnosis was extracted from the 
state HARS databases and eonibined vdth 
the biter'iew data for analysis. Type of 
HIV testing was classified as anonymous 
or confidential depending on whether the 
subject reported gi%1nganumber(anony- 
tiious) or a name (confidential) to get the 
HIV test result. Subjects who in response

to an expHdt questiem said that they gave 
a false name were excluded from the analy­
sis. To assess the validity of our method for 
elasal^lng the type of HIV test, we com­
pared the subject's report of having given 
anumber or aname to obtain their test re­
sult with the type of testij^ afte. Assum­
ing that testing in a physician's office, hos­
pital, jail or prison, or blood bank should 
have been report^ as testing by name 
(confidential testing), we found that 96.4% 
of subjects tested in those settings re­
ported they had received their results by 
name. Of thoeewhoreported that they bad 
received their test result by number 
(anonymous testing), only 6.4% reported 
testing in one of those settings.

We limited our analysis to respondents 
who first tested HIV positive in the atate 
from which they were sampled, lived in 
states that offered both anonymous and 
confidential tegting (Mississippi ex­
cluded). and voluntarily aoui^l HI v test­
ing as apposed to being required to obtain 
a test because of reg^ations aaaodated 
with prisons, drugtreaernentprograme,the 
milit^, insurance plans, or blood banka. 
Thus, subjects were considered volun­
teers for testing if they, in response to a 
checklist of questions, reported that their 
reason for testing was (1) they felt sick and 
wanted to find out whetherthey had HIV, 
(2) they thought iheymight have HTV even 
if they did not feel sick, (3) someone told 
them that they should get tested, or (4) 
someone from the health deparement told 
them thatthey had had contact with an in­
fected aex or needle-Eharing partner.

In comparingthe characteristics of per­
sons testrf snonymously vspersons tested 
confidentially, we tested differences in the 
proportion* by using the jc statistic. Wc 
examined the association of anonymous 
and confidential testing with several in- 
ter^’■ls: time from HIV-positive test re­
sult to AlDS.and this interval’s 2 subcom­
ponents; (1) time of HIV-positive test 
result to first HIV-relat«d medical care and 
(2) time from first HIV-related medical 
care to AIDS. We used the date of AIDS 
diagnosiB to anchor comparisons of the 
HIV-positive test reaultdate and the HrV- 
related medical cara date. Date of first 
HIV-positive test result and date of first 
medi^ rare for HIV Infection were self- 
reported as a month and a yaar. Time in­
tervals used in analytdc were eonsmicted 
from these date* and tha date of AIDS di­
agnosis as reported to HaRS. We com­
pared the mean time Intervals among HIV 
testing, HlV-related medical care, and 
AIDS diai^BlB for persons tested anony­
mously and personB tested confiden­
tially. Time intervals that included an 
AIDS diagnosis were also stratified by 
whether the diagnosis was based on an op- 
portuniatic infection or a CD4* cell count 
of less than 020 x lfr7L (200/pL).
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We compared subjects on the basis of 
■whethertheyhadsymptoinsafweightloes 
without dialing, fevers, heavy night sweats, 
diarrhea, oral thrush, frequent vaginal 
yeast infections, memory problema, 
dungiee, pneumonia, Kaposi sarcoma, lym­
phoma, meningitifl, or tuberculosis at the 
time they learned they had HIV. Sub­
jects who said yea to any of these condi­
tions were considered symptomatic at the 
time of the first HIV-positive test result. 
To estimate HIV disease severity at the 
time of first HlV-related medical care, we 
compared the mean self-reported first 
CD4* cell counts of peraons tested anony­
mously and pereonfl tested confidentially. 
To estimate the quality of HlV-relatad 
medical care for persons tested anony­
mously and persons tasted confidentially, 
subjects were asked to report whether 
their HTV-related medical care had ever 
included tuberculin skin testing, taking 
zidovudine for at least 1 day. end taking 
trimethoprim-EulIiamethoxazole {Septra, 
Bacrnm, CotrimJ or aer06oU»d pentami- 
(Jine 3£ a measu»« of Pneumocystis cari~ 
nil pneumonia (PCP3 prophylaxis.

To isolate the independent contribu­
tion of the type of testing on the time in­
tervals and the first CD4* cell count, we 
performed multivariate linear regreasion 
analyses chat controlled for differences in 
the charactedetisof persons tested anony­
mously vd confidentially. Marginal differ­
ences aj7oeE states were controlled for us­
ing a state of residence indicator in the 
multivariate ana^ses. Means from inulti- 
variate analyses are the estimated least 
squares means from linear models. Be­
cause the distributions of time intervals 
and CD4’cell counts were skewed by some 
higher values, we repealed our mifitlvar-

iate analyses by using log transforma­
tions of the time intervals and CD4' cell 
counts. These analyses did not appreda- 
bly alter the significance ofthe results per­
taining to anonymous vs confidential tesi- 
ing; therefore, for the purposes of 
providing measures of effect that are eas­
ily interpreted, we have chosen to display 
the results based on the nontrsnsfonned 
mean time intervals and CD4* cell counts.

The study was approved by institu­
tional review boards at the Unlveriity of 
California, the individual states that re­
quired review, and review boards at local 
instilUQonE as required within some states,

RESULTS
In the S participating autea.3821 AIDS 

cases were sampled from May 1996 through 
December 1996; of those, 2801 met eligi­
bility criteria. Overall, 1913 (68.8%) of2801 
eligible aids cases were interviewed in 
the aids Patient Survey. We e.xcluded 
1078 respondents from the analy^ be­
cause they initially tested HIV positive in
adifferent state from the one in which they
were sampled (268).they werefrumastate 
that did not ha ve anonymous testing (262), 
their reason for testingwaa not voluntary 
(347), they provided a false name at a con­
fidential testing Bite (55), or they did not 
have complete data for all the vaiiahles 
used in the analysis (151). Of the remain­
ing 835 subjects, 192 (28%) reported that
theirfipst positive test reeulthadbeen from
an anonymous teat (Table 1). Persons 
tested anonymously tended to be younger, 
white, slightly more educated than per­
sons tested confidentially, and more likely 
at risk for HIV because they were MSM. 
Persons tested confidentially were signifi­
cantly more Uko^ to have had a regular

Confldanllal 
(n=«43)
Wlean Rrsi CD4+ Cell Count=0.267 )= 10^/L 

32B’ 91BT

Anonymous
(n=l92) '246T
Mean First CD4+ Coll Count=0,427«10®/Li

Fig jfe 1 —Mean time In days lo nrsi numan -mnui-
nodeRcteney virus (HIVH«laK4 cars and acquired 
immunaJeflciancy syndrome (AIDS) diagnosis by 
anonymous artd eenlldantlal Testing. Asterlsy indi­
cates P<-01 far eonfidepllal v» anonymous testing: 
dagger, P<.00i far conlidenilBl vs anonymous 
Tilling; hiv+. date or Knowledge oi Hiv-poiiitvs 
status; flrit cars, date ol first HlV-related madloai 
ears: and AIDS Di. date of AIDS t^agnosis.

Bource of care befure their first HlV-pofl- 
itive test result and to have had HlV-rc- 
lated symptoms at the time they received 
the test:however, half of the petaons tested 
anonymously were also symptomatic.

Persons teated gnonymously present­
ed earlier in the courBe of HI V disease for 
tearing and care than did persons tested 
confidentially. The mean time from lett­
ing they were HIV positive to the diag­
nosis of aids was almost a year and a half 
longer (529 days) for thoae tested anony­
mously than for those tested confiden­
tially (Figure 1). The mean time was 1246 
days for persons tested anonymously and 
718 days for persons tested confidentially. 
Moat ofthis difference was in the length of 
time in HIV-related medical care. Per­
sons tested anonymously received an av­
erage of 387 more days in HTV-relaied 
medical care before an AIDS diagnoBl* 
than did persons tested confidentially. 
Comparisons of the median times from 
knowledge ofbeingHIV positive to AIDS 
were even greater between persons 
tested anonymously and persons tested 
confidentially. The median time was 929 
days among parsons tested anonymously 
and 90 days among persons tested confi­
dentially. An additional indicator that 
persons tested anonymously came earlier 
for testing and medical care than did per­
sons tested confidentially was the signifi­
cantly higher first CD4" cell count (0.427 
X l(ffL vs 0.267 X 10*/L) despite the 
longer unadjuflted interval between the
HiV.poaitIvetostreSute and medical care.

To isolate the independent contribu­
tion ofthe type of HIV test on the timing 
of testing and medical care, we adjusted 
our r esTilts to account for dlfEer enee* In the 
characteristics cf perBOM who sought each 
i^ipe of test. In the multivariate analysie, 
several characteristics were associated 
with the length of time between a per- 
.son'a learning of n positive HIV test re-
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T^Wi a.—Multivariate Predictors ol Numbw Bf Days BsWeen Knowledgs of Being Human immunodeFi- 
denoy Virus (HIVI Po*lb<« and Acquired InMnunodeficiency Syndrom* 

p Value*ChBrsclarislIal

*ge, y
rio. Qt Pays gra ci) 

^11-7»9)
Male -163 (-sOBle as)
Racerennldty 

Atrican Amerrean -A9 (-as* to 137J

.11

.Gr
Hispanic -iza (-3S2 iQ BT)
Oitier 65 (-266 le A1B)

■zs
.72

Wnlie Ralsrant (. - ,)t
HIV eiposuiB group 

Man arno nave as* wlr|i m*n AQS (19610 613)

InjBCtlon drug user 349(106 to 591) .005
Other Releiont (..,)

Eoucaiion. y 2B(-4ioS1)

Monthly Ineome, S -53 (-130 to 23)

■08
.17

Insurenee
Private/other 112 (.aawa75)
Medicaid 44 (-22310 311)

.18

.74
Hone Retengnt (■, ■)

Heaulir seure* et care betore HlV-posicve mi rosjli -ai (-173 w 130)
Sympiome at i>nre oi Hiv-poeltive toil r«*uu -818 (-963 to -675) <,001

Anontrmous lest 272 (101 to 443) .002

^ 0.24 (including an indiealor far respondent's stats resleencs). 
tSltlpsas indicate data nol appHoaDla.

suit anrJ receiving an AIDS diagnosis- 
Among HIV exposure groups, MSM and 
injectian drug users had a sfgni&cantly 
lon^ period of knowing they were HTV 
poeitive before their AIDS diagnosis 
(Table 2). IIib Btrongest predictor of the 
length oftime between knowledge of HIV 
positivity and AIDS was having Ej-nip- 
toms at the time of the HIV-positive test 
result Having symptoms at the time of the 
HlV.positive test result decreased the 
lenrth of time between knowledge of be- 
in^IV positive and AIDS by 819 days.

After aiijUStment for the subject’sage. 
sex, race/ethnicity, education, income, in­
surance Status, HIV exposure group, if 
the respondent had a regular source of 
care or syraptoma at the time of the HIV. 
positive test rseult, and the state of resi­
dence, anonymous testing remained sig­
nificantly associated with earlier medical 
care (Figure Z). Although the difference 
in the number of days between the posi­
tive teat result and firetmedical care was 
no longer significant between the 2 
groups, the length of time in medical tare 
before AIDS was almost 8 months longer 
(221 days) for persons tested anony. 
mously compared with persons tested 
confidentially. The mean adjusted 
CDV cell count was also 0,092 x 10^/L 
higher for persons tested anonymously 
thw for persons tested confidentially.

Person® teated confidentiBlly were mow 
likely than those tested anonymously (2a9- 
vs 16%) to have an AIDS diagnosis based 
on an oppomuilstlc infection rather Chan 
on a CD4‘ cell count of less than 0,20 x 
10*/L. Accounting for this difference in 
how aids was diagnosed in the 2 tesdhg 
groups further expands the adjust(si dif­
ference in the duration of HiV-relaied

HIV+ RreiCare AIDS B*

medical care before AIDS diagnosis from 
221 to 2.80 days.

CampttiisonB of tuberculin sldn testing 
and the use of zidovudine and TCP pro­
phylaxis suggest that care ivas similar for 
the 2 testing groups. Ninety-one percent 
of persons tested anonymously vs 89% of 
persons tested confidentiBlly reported that 
they had received tuberculin skin testing 
during the course of their HIV-related 
medic^care. Nlnety-eight percent of per­
sons tested anonymouSy vs 95% of per­
sons tested confidentially were offered zi­
dovudine, and 73% in each testing group 
had beengivenPCP prophy1a3ds. None of 
these testing or treatment differences 
Were significant between the 2 groups.

COMMENT
In this multiatate study, we found that 

anonymous lestl'ng was sought by ap­
proximately a quiuter of HIV-positive 
pei^ns who had been tested voluntarily 
before an AIDS diagnosis. Anonymous 
toting for HIV Infection was associated 
with earllertesting and medical care. As a 
result of this earlier testing and care, pe^ 
nans tested ananymously received the po­
tential benefits of a significantly longer 
period of HIV-related medical care com­
pared with persons tested confidentially.

Although the determination ofthetype 
of HIV test. CD4" cell counts, and the in­
tervals between HIV testing, medical 
care, and AIDS are in large part depen­
dent on self-report, we suspect that the 
importance of this infonnatlon for our re­
spondents makes It reasonably likely that 
their reporting was accurate. Cunning­
ham et al’ found that self-reported CD4" 
edl counts ware accurete when compared 
with values recorded in the medici rec-

Coolidential 
(n*643)
Mean Flrsi CDu+ Ceii Couni=0.273xi0*/L

762*

Anonymous ______
(n = 1Q2) 1014'
Mean Firai CD4"' Cell Count’ = 0.385 * lO^/L

Rgure 2.—Adjusted mean bme in days to Idsi humen 
immunodelielenoy virus (HlSO-related cate and ac­
quired Immunodalldenoy syndrome (AIDS) diagnosla 
By anonymous and connden(iBl testing. Valuas are 
least squares means (rern a UnaW rogrBSEion modal 
and arc adjusted lor age. sex, racerrhneity. educa­
tion, ineome. msurancs status. Hiv riak group, regular 
loutoa of CBiB alffie lime of testing, sympioma at lime 
of HIV-positive tael result, and state realdenea. Aster­
isk indicates P<.001 tor ccnTidanilal va enonytpous 
testing: MIV+, date of knowledge ol Hlv.posl1lve sta­
tus: first care, date o( firet HlV-rolated medical care; 
and AIDS Di. date or AIDS diagnosis date.

ord. To the extent that persons are mis- 
classified by type of testing; this would 
tend to make the 2 testing groups look 
more Bimilar. Acloiowledging that there 
is also Kkely to be some error in the self- 
reported first CD4* cell count and dates of 
HIV testing and HIV-related care, we do 
not have any reasons to suspect that this 
reportirg is biased by the type of HIV 
test a person received.

Anonymous testing was not available 
in all the study states in the early years of 
HIV testing. However, since all the re- 
spondente were diagnosed aa having 
AIDS within the same year. there is a bias 
toward a positive assodation between 
confidential testing and the longest inter­
vals between knowledge of being HIV 
positive and AIDS. When we limited our 
sample to more recent years in which both 
anonymous and confidential leating were 
available, we find a proportionally even 
greater difference between persons 
tested anonymously and persons tested 
confidentially in the len^ of time be­
tween knowledge of being HIV positive 
and AIDS diagnoais (data not shown).

A quefStion (an be raised whether the 
benefit we observed for anonymous test­
ing is attjibutable to the avail^ility ofthis 
type of teating or to characteristics of per- 
sons tested anonymously that make them 
seek earlier testing and care. For ex­
ample, among HIV esqposute groups, MSM 
are more likely to seek anonyraous test­
ing. From a policy perspective the ques­
tion is whether the same persons who seek 
early HIV testing at anonymous sites 
would do so at confidential sites if anony­
mous testing sites were elimmated,’ We 
cannot rule out the possibility that these 
same persons would have sought early 
testing and care even if anonymous test-
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Ing were not available. However, we de* 
signed our analysis to isolate the indepen- 
dent contribution of type of HIV testing 
to our outcome measures. To avoid a po­
tentially biased comparison of persons who 
voluntarily aought testing at either anony> 
moUB or confidential testing sites with 
those who were required to be tested in 
confidential settings, we liirated our analy­
sis to those -orhose reasons for cesftmgsug­
gested that the action was voluntary. To 
avoid a bias toward confidential testing 
among sicker persona who sought medi­
cal care, we included symptoms at the time 
of HIV testiagin our adjusted analysis. Of 
the persons tested anonymously, 50% re­
ported that they were symptomatic, sug­
gesting that even sick persons were mak­
ing testing choices. We also controlled for 
a wide variety of other chancieriatics that 
differentiated persons tested anony­
mously and those tested eonUdentially and 
still found that anonymous testing was in­
dependently associated with a substan­
tially higher first CD4* ceU count end a 
longer period of HIV-relaied meditalcare 
before AIDS.

We explored the possibility that the 
longer duration of HlV-relaied medical 
care for persons tested anonymously could 
be due to explanations aside from their 
seeking medical care earlier. For ex­
ample, if persona tested anonymously 
were diagnosed as having AIDS more of­
ten than persons tested confldetltially on 
the basis of an oppoxtunistie infection as 
opposed to a CD4" cell count below 
020 X 10°/L, this would create a bias to­
ward lengthening the duration of HIV- 
related medical care before an AIDS di' 
agnosis for persons tested anonymously. 
In general, opportunlfitlc infections occur 
later in the HIV disease course than de­
tection of a CD4- cell count below 020 x 
10*/L. However, since more persons test­
ing confidentially than anonymously were 
diagnosed as having AIDS on the basis of 
an opportunistic infection, adjusting for 
this bias merely increases the duration of 
HIV-related medical care among per­
sons tested anonymously compared with 
ecmfidentlaDy.AsecondexplanadonfarUie 
longer duration of HIV-related medical 
ore for persons tested anonymously is that 
they were receiving better-quality medi­
cal care than were persons tested confi­
dentially. However, comparisons be­
tween persons tested anonymously and 
confidentially in their receipt of severf ef­
fective prevention and treatment ser­
vices revealed no significant differences.

Some of the Individual characteristics 
associated with earlier HIV testing and 
HIV-related medical care were expected, 
but others were not. For example, we had 
anticipated that peraone who were symp­
tomatic would seek care more quickly 
than persons who were asymptomatic.

We found that after controlling for 
whether persons had HIV-related symp­
toms at the lime they received » po^ttye 
HIV test result eliminated the slgnifi- 
tsint difference between persons tested 
anonymously and persons tested confi­
dentially in the length of their delay be­
tween learning they were HIV positive 
and getting HIV-related medical care. 
However, we were surprised that nei­
ther health insurance nor having a regu­
lar source of care—2 traditional mea­
sures of arsess—was associated with early 
HIV testing or HIV-relatedmedical care. 
This finding suggests that either physi­
cians are not suffidantly identifying their 
high-risk patients and encouraging them 
to be tested early or that patients who 
have Insurance or a regular source of care 
arereluetant to pursue HIV tasting at any 
greater rate than is found among all at- 
risk indhuduals-

We found, as other reports have sug­
gested, that black and Hispanic persons 
tended to havefewerdays oflmowingthat 
they were HiV positive before AIDS and 
fewer HiV-related medical care days 
than whites'^, however, the comparisons 
with whites were not significant in the ad­
justed analyses.

With the development of improved 
therapiaa for HIV-infected persons, the ra­
tionale for anonymous tasting may be wan­
ing.^" In our companion study of persons 
at high risk for HIV, we found that in the 
1990s the annual rate of choosing anony­
mous rather than confidential testing was 
44% to 58% (mean. 48%) (A.B.B., D.O„ 

et al, unpublished data, Decem­
ber 1995-Novembo’ 1996), This suggests 
that, at least through1996, anonymous test­
ing has remained a consistently impor­
tant testing option for a significant pro­
portion of at-iiak persons. Itis also pos^le 
that more at-risk persona wfl] be inter­
ested in anonymous testing now that the 
Council of State and Territorial Epidena- 
ologists has revised its statement on HIV 
reporting to fovor name reporting^ and a 
^owingnumber of states and Congress are 
actively consideringthe implementation of 
HIV name-reporting policies.'^ To the e.s- 
tent that name-reporting surv eillance sys- 
terns oeaie a barrier to HIV testing for 
some persona, anonymous testing might 
serve as a “safety valve" for those who fear 
that confidential surveillance systems can­
not adequately protect their privacy.

Observation studies may never to able 
to folly tease apart the contribution that 
anonymems testingmakestothetimingof 
HIV toBting and to HIV-related medical 
care. In reality, there is a complex Inter­
play amongthe chaiacteristict of peonsons 
at-riflkforHIV, changes overtime in the 
perceived benefit of knowing one's ss- 
rostacus, the availability of anonymous 
testing, the implementation of name-

reporting policies, the opportunity to cir­
cumvent surveillance strategies by using 
a folse name at confidential leating sites, 
and the availability of anonymous home 
HIV testing kits. We were able to a4just
for many, but not aU, of these foctors. None­
theless, we believe that our study pro­
vides the strongest evidence to data that 
anonymous testing contributes at a popu- 
lationlevel to eariy HIV testing and medi­
cal care. Thxis, to achieve the public health 
goal ofprovldlng early access to HIV teat- 
ing and HTVfl-^ted medical care, public 
health departments should maintain and 
in some instances enhance the broad avail­
ability of anonymous testing options.
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DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

Centers for Disease Control 
and Prevention (CDC) 

Atlanta QA 30333

January 8, 1998

Dear Colleague:

The accuracy and completeness of AIDS surveillance data has proven to be invaluable in 
effectively targeting HIV prevention and treatment programs over the course of the epidemic. As 
you may know, we have now entered a time of transition for AIDS surveillance. As with most 
things in life, success in one area often creates challenges in another area. Such is the case here.
As we recently reported in the September 19 issue of Morbidity and Mortality Weekly Report 
(MMWR), our success in treating HIV infection has made AIDS surveillance data less reflective of 
recent trends in the epidemic. Therefore, in order to ensure that programs continue to have 
reliable data on which to base critical decisions and resource allocations, CDC has been taking 
steps to expand the current surveillance system to include more widespread HIV surveillance.

While there is general agreement that an expansion of the surveillance system is necessary, there 
remains a debate about how to best conduct HIV surveillance. At the heart is the debate about 
whether or not HIV surveillance should be conducted using names or unique identifiers (UIs).

Any decision about the best approach to HIV surveillance must balance multiple issues, including 
security and confidentiality, feasibility, and quality of data. AIDS surveillance has always been 
name based and since 31 state health departments already conduct name-based HIV surveillance, 
we feel there is adequate experience with which to evaluate name-based approaches.

Approaches using UIs (social security numbers) in Texas and Maryland have recently been 
evaluated. The results of this evaluation are summarized in the attached MMWR article, which 
will be released today. This evaluation revealed several problems, including a high number of 
reports with incomplete codes, low rates of reporting--even in settings where UI codes were 
complete, difficulty in conducting follow-up on specific cases, and the absence of behavioral risk 
data in this system, The MMWR article is being published in order to ensure that the state health 
departments which do not currently conduct IITV surveillance have access to current information 
as they consider the best ways to expand AIDS surveillance to include fflV reporting.

CDC is in the process of developing detailed guidance and technical assistance that will be 
provided to state health departments in the first few months of this year about the “best 
practices” related to the security and quality of HIV/AIDS surveiUance. Because surveillance 
data are so critical to prevention and treatment efforts, CDC must recommend approaches based 
on their performance. Any potential HIV surveillance system will need to meet very specific 
performance criteria for effectiveness and security. The upcoming guidance, which will be 
released in a special MMWR Recommendations and Reports, wiU specify these criteria. The final 
guidance will be published after a process that allows for public comment.
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Some people have told us they think that CDC is moving too fast to change AIDS surveillance 
practices. We believe that accurate and complete information with which to inform decisions 
about directing scarce HIV prevention and treatment resources is vital and, therefore, changes in 
the AIDS surveillance system need to be accomplished with a sense of urgency. At the same 
time, we are cognizant of ongoing concerns and respect the passion and commitment of those 
who have expressed concerns. In fact, we agree with the ideals that have been articulated— 
especially with the importance of protecting confidentiality and preventing discrimination.

CDC remains conmiitted to resolving these important issues and will do everything possible to 
ensure that the public health benefits irom changes in AIDS surveillance practice are maximized 
while minimizing the potential for risks. We look forward to hearing your comments after the 
draft guidance is developed and released, which should be within the next few months. In the 
meantime, we have provided additional information in the attached fact sheet. If you have any 
questions, please feel free to call our Technical Information Communication Branch at (404) 639- 
2072.

Sincerely,

Helene D. Gayle, M.D.. M.P.H.
Director
National Center for HIV, STD, and TB Prevention

4.

Kevin DeCock, M.D., F.R.C.P.
Director
Division of HIV/AIDS Prevention - 

Surveillance and Epidemiology 
National Center for HIV, STD, and TB Prevention
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CDC llPBATi mOHUMIUMWaA OJNIKl RKinitraa«[K«Hnnu
January 1998 

EMBARGOED: 4 p.m. ET

The Role of HIV Surveillance 
as U.S. Enters New Era in the Epidemic

Over the course of the HIV epidemic, AIDS surveillance, which has been the primary means to 
track the epidemic in the United States, has become increasingly important. These surveillance 
data are critical to help target and deliver prevention and treatment programs, ensuring that 
scarce resources for HIV prevention and treatment are appropriately directed. As the ability to 
treat HIV infection has advanced, the progression from HIV infection to AIDS is slowing and the 
number of people living with HIV (HIV prevalence) is increasing. Consequently, the reporting of 
AIDS cases alone is becoming less indicative of recent trends in the epidemic. CDC, therefore, 
proposes to implement national HIV infection case surveillance in order to continue to 
effectively track the epidemic as it evolves.

The development of a national HIV surveillance system is a public health priority. Unless 
surveillance systems are revised, health authorities at the local, state, and federal level will not 
have reliable information about HIV prevalence, the number of new cases diagnosed each year, 
recent or anticipated trends in HIV infection and behaviors that increase the risk of HIV 
transmission, or the impact on specific subpopulations.

Status of AIDS and HIV Reporting in the U.S.

States have conducted name-based AIDS reporting since 1981. As of January 1998, 31 states 
have implemented name-based HIV surveillance as an extension of their existing name-based 
AIDS surveillance programs; 3 of these states have HIV reporting for children only. Two 
additional states use coded non-name-based (unique identifier) HIV case surveillance. The 28 
states with name-based reporting for adults report approximately 33 percent of the total U.S. 
AIDS cases. Of the 10 states with the highest rates of AIDS, only New Jersey, Florida, and 
Louisiana have name-based HIV case surveillance.’ Currently, many States are having public 
discussions regarding the expansion of their surveillance activities to include name-based HIV 
surveillance.

Most state health departments use name-based surveillance methods because this approach 
provides a feasible, accurate, and efficient way to monitor the epidemic. Since health care 
providers are not reimbursed for public health surveillance activities, their ability and willingness 
to report depends in large part on the ease of reporting. Moreover, these systems are protected 
by state laws and regulations that have proven to be effective in maintaining the confidentiality 
of name reporting.

’ States that have confidential, name-based HIV infection reporting are Alabama, 
Arizona, Arkansas, Colorado, Florida, Idaho, Indiana, Louisiana, Michigan, Minnesota, 
Mississippi, Missouri, Nebraska, Nevada, New Jersey, New Mexico, North Carolina, North 
Dakota, Ohio, Oklahoma, South Carolina, South Dakota, Tennessee, Utah, Virginia, West 
Virginia, Wisconsin, and Wyoming. Connecticut, Texas, and Oregon have confidential, 
name-based HIV infection reporting for pediatric cases only. Maryland and Texas also have 
unique identifier HIV infection reporting for non-pediatric cases.
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Currently, medical and other health record systems in the United States primarily rely on names 
to differentiate records. Local public health authorities routinely use patient names to: (1) 
identify and eliminate duplicate reports of the same individual: (2) obtain additional 
epidemiologic information from health care providers; and (3) link to other name-based public 
health data systems {e.g., to tuberculosis) to obtain additional epidemiologic information, to 
evaluate the surveillance system, and, in some states, to conduct partner notification, TB or 
STD case management, or provide other services.

Efforts to Evaluate and Address Concerns About Name-Based HIV Reporting

While there is widespread support for expanded HIV surveillance, many people who support 
name-based AIDS reporting still have concerns regarding name-based reporting of HIV infection. 
Concerns about name-based HIV reporting have focused largely on potential breaches of 
confidentiality that may be associated with a name-based system and the potential adverse 
outcomes of such breaches. Many have also feared that name-based HIV surveillance may 
deter people from seeking HIV testing. Additionally, there is concern that name-based HIV 
surveillance may mean the elimination of anonymous testing.

CDC has worked extensively with community and public health representatives over the past 
several years to evaluate and address these concerns and to explore the possibility of using 
alternative systems for HIV surveillance. As part of this process, CDC has conducted several 
scientific assessments and has consulted with a diverse group of individuals and organizations 
from the scientific, public health, and AIDS community. Based on these assessments and 
consultations, CDC will issue draft guidance in early 1998 to assist states in refining and 
expanding their current surveillance systems.

Concerns about possible alternatives to name-reporting, the impact of reporting on test-seeking 
behavior, anonymous testing, and confidentiality will be addressed in detail in this guidance. 
CDC has taken numerous steps over the past three years to address these concerns, including:

Evaluation of alternative to names

In response to concerns about a name-based system, CDC has conducted a three-year 
evaluation of non-named, unique identifier |UI)-based surveillance systems in Maryland and 
Texas. The evaluation, published in the January 9, 1997, Morbidity and Mortality Weekly 
Reports, revealed several problems with these Ul systems, including a high number of reports 
with incomplete codes (approximately 30-40%), low rates of completeness in reporting 
(approximately 25-50% complete), difficulty in conducting follow-up on specific cases, and the 
absence of behavioral risk data in this system. Additionally, a Ul-based system may not reduce 
the potential risk for a breach of confidentiality when providers are required to maintain 
surveillance logs. This approach increases the number of surveillance lists that could be 
disclosed in a breach of confidentiality. Moreover, security and confidentiality taws that 
stringently protect surveillance records maintained by health departments may not extend to 
lists or records kept by physicians, laboratories, or other providers in all states.

Evaluation of impact on test-seeking behavior

CDC has also evaluated the impact of HIV surveillance on test-seeking behavior in a nine-state 
study. Preliminary findings indicate that HIV reporting does not serve as a major deterrent to 
HIV test seeking among at-risk individuals.



01/09/98 01:23:49 FactsLine-> FactsLine Page 006

Support for artonymous testing

CDC continues to strongly support anonymous HIV testing. Unless prohibited by law, CDC 
requires that states receiving prevention funds make anonymous testing available in order to 
make testing as accessible as possible. Maintaining anonymous test sites is important for 
prevention efforts and will not seriously inhibit our ability to track the epidemic. Most people are 
diagnosed with HIV infection in confidential care settings. Moreover, the time between HIV 
diagnosis and the point at which individuals enter the care system has become increasingly 
shorter, given new treatment advances. Maintaining an anonymous testing option may help 
ensure that more individuals learn their status, and if infected, seek early treatment and care.
Of the 31 states that currently conduct HIV case surveillance, 21 states provide anonymous 
HIV testing services and 10 do not. Anonymous HIV testing is available in all other states.

Strengthening systems to protect confidentiality

To date, states have maintained an exemplary record in protecting the confidentiality of 
HIV/AIDS data. Since 1981 there has been one reported breach of confidentiality of a state 
AIDS reporting system, and there have been no known breaches following the adoption of 
name-based HIV surveillance. Over the past few years. CDC has been working to evaluate 
additional measures at the state level that could improve confidentiality even further. To assess 
the strength of local confidentiality laws that protect HIV surveillance data, CDC requested that 
the Georgetown/Johns Hopkins Program on Law and Public Health review local laws and 
regulations. This review found that the strictest and most comprehensive protections of health 
data apply to government-held information generally and to HIV-related data specifically.

CDC has also recently reviewed state surveillance programs and is working to develop 
enhanced standards to be used in developing local confidentiality plans. Local programs will be 
required to meet the performance standards established by CDC and must be able to ensure 
confidentiality as a condition of funding. CDC has also initiated efforts to develop model 
confidentiality standards to further enhance and standardize local confidentiality laws. Security 
measures will be outlined in greater detail by CDC in the upcoming program guidance.

CDC Recommendations for HiV Surveillance: Upcoming Guidance Document

CDC program guidance for expanded HIV/AIDS surveillance will be published for public 
comment in the first few months of 1998. The guidance will outline best practices and 
performance criteria to ensure both the quality and confidentiality of surveillance systems as 
states expand and refine their surveillance systems. These data must be able to provide a 
reliable basis for directing scarce prevention and treatment dollars. To solicit comments and 
concerns from the public health and AIDS community, the guidelines will be available in draft 
form for public comment prior to the publication of the final document.
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Evaluation of HIV Casa Surveillance 
Through the Use of Non-Name Unique Identifiers —

Maryland and Texas, 1994'-1996

Notifiable disease reporting laws or regulations In states and territories require re­
porting of acquired immunodeficiency syndrome (AIDS) cases, including patient and 
physician names, to state or local health authorities. As of January 1, 1998, a total of 
31 states were conducting name-based human immunodeficiency virus (HIV) case 
surveillance by using the same methods as surveillance for AIDS. However, because 
of concerns about name-based HIV surveillance, Maryland and Texas implemented 
HIV surveillance using non-name unique identifiers (Ul)’^. This report summarizes a 
3-year collaboration by CDC and these states to evaluate Ul surveillance for HIV infec-

*Reporting in Maryland is exempted for nonstate residents; persons who are tested at anony­
mous test sites; are blood, semen, or tissue donors; and participants of certain research 
projects. No exemptions to reporting exist in Texas.
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lion; the findings indicate some limitations to the use of a Social Security number- 
based Ui for HIV surveillance.

In both Maryland and Texas, UI surveillance for HIV was implemented in early 1994, 
and both used the same 12-digit numeric UI code (comprising the last four digits of the 
patient's Social Security number [SSNJ, six-digit Imonth/day/year) date of birth [DOB], 
one-digit code for race/eihnicity, and one-dIgIt code for sex). HIV-infection reports in­
cluded residence data, diagnosing facility, and date of test, but did not include mode 
of HIV exposure. In both states, UI HIV surveillance databases were maintained sepa­
rately from name-based AIDS surveillance databases.

Evaluation criteria included the proportion of reports with full UI codes, timeliness 
and completeness of HIV reporting, and potential for matching the Ul-based case re­
ports to alternate databases. In Texas, selected Hiv reports also were evaluated for 
ability to follow back UI reports to patient records; in Maryland, provider compliance 
with maintaining patient surveillance logs was assessed. During July 1994-December 
1996, Maryland reported 6412 AIDS cases and received 9971 HIV-infection reports, 
and Texas reported 12,041 AIDS cases and received approximately 23,000 HIV- 
infection reports.

Maryland
In 1993, the Maryland legislature mandated UI reporting of both positive HIV tests 

and patients with CD4+ T-lymphocyte counts of <200 cells/jiL (CD4+)+. Health-care 
providers requesting HIV or CD4+ tests are required to construct the UI code for each 
patient, include the code on the laboratory slip, and record it in a surveillance log that 
matches the UI to patient identifiers (e.g., medical record number, patient name, or 
other patient code) for purposes of case investigation and follow up. Laboratories li­
censed by Maryland are required to submit the Ul-based reports to the state health 
depanment through the local health departments.

Of 9971 HIV-infection reports entered during July 1994-December 1996, all UI ele­
ments were present for 7119 (71%) (Table 1). Element-specific presence ranged from 
78% (SSN) to 98% (DOB and sex). The proportion of reports with full UI increased 
during July 1994-June 1996, and declined slightly during July-December 1996. The 
median time from date of HIV test to receipt of report by the state health department 
was 20 days (range: 1-847 days). During October-November 1997. all 72 providers in 
nine counties of eastern Maryland (the counties reported 3% of AIDS cases In Mary­
land in 1996) for whom laboratories had submitted HIV-infection reports were con­
tacted to determine the proportion of providers who maintain the required 
surveillance log linking UI to patient identifiers; 32 (44%) of these providers main­
tained logs.

Completeness of HIV-infection reporting was estimated by comparison to cases of 
AIDS reported In the AIDS surveillance registry. Of AIDS cases with dates of HIV diag­
nosis from July 1995 through June 1996, data elements to construa UI were available 
for 633 (85%) cases. Of these, 319 (50%) matched to HIV-infection reports with full UI 
in the UI database (Table 2).

Data from the Maryland HIV counseling and testing (C&T) system (excluding sites 
offering only anonymous HIV tests) were used to evaluate the proportion of records

tHIV-mfected persons with a CD4+ T-lymphocyte count of <200 cells/pL meet the 1993 expanded 
AIDS surveillance case definition and are reportable by name for AIDS surveillance.
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TABLE 1. Number of reports of HIV infection and percentage of reports that included 
data elements for unique identifiers (Uls), by reporting period ~ Maryland (MD) and 
Texas |TX), July 1994-December 1996
Reports/Data

element State
July^ 

Dec. 1994
Jan.- 

June 1995
July- 

Dee. 1995
Jan.- 

June 1996
July- 

Dee. 19S6 Overall
Total no. reports MO 2.238 1,691 1,866 1,881 2,295 9,971

TX* 3,932 3,399 3,597 2,852 2,339 16,119

Data element'*^
Social Security MD 69.6 73.1 81.2 83.5 84.5 78.4

number TX 56.7 68.6 65.0 69.5 75.2 66.0
Date of birth MD 95.2 95.3 98.7 99.3 98.8 97.6

TX 88.4 89.8 93.1 96.8 97.6 92.6
Sex MD 96.8 97.2 98.7 99.2 99.4 98.3

TX 91.5 97.5 98.4 99.1 97.9 96.6
Race/Ethnicity MD 85.8 88.5 91.6 94.0 89.9 89.8

TX 80.8 91.6 94.4 97.1 95.4 91.1
% Reports with MD 61.3 65.9 74.9 78.5 76.5 71.4

full Ul

* __

TX 51.8 61.9 61.6 66.5 71,3 61.6

^ Proportion of all reports containing specific Ul data elements.

with full Ul and completeness of HIV-infection reporting. In early 1995, counselors 
were instructed to obtain Ul code information from clients and record the Ul on the 
HIV C&T record. During 1995-1996, a total of 1093 records with a positive HIV test 
were entered into the C&T database; of these, all Ul elements were present for 94%. 
HIV C&T reports for persons who had HIV diagnosed from July 1995 through June 
1996 were matched to the Ul database. Of the 528 reports, 276 (52%) matched.

Texas
In 1994, the Texas Board of Health amended regulations to require named reporting 

of HIV-infected children aged <13 years and Ul reporting of HIV-infected adolescents 
and adults. Both health-care providers ordering an HIV test and laboratories perform­
ing the test report confirmed HIV infections to the Texas Department of Health (TDH) 
through the local health departments. Neither providers nor laboratories are required 
to maintain registries linking Ul to patient identifiers.

Approximately 23,000 HIV-infection reports were received at TDH during the evalu­
ation period. Since 1995, TDH excluded approximately 7000 paper HIV reports with 
three or more missing Ul data elements. Of 16,119 HIV-infection reports entered into 
the Ul database, all Ul elements were present for 9923 (62%) (Table 1). Element- 
specific presence ranged from 66% (SSN) to 97% (sex). Overall, 60% of reports were 
submitted in periodic batches, which had a longer time from date of HIV test to receipt 
by TDH (median: 173 days; range: 26-974 days) than the 40% of reports submined 
individually (median: 59 days; range: 2-906 days).

Completeness of HIV-infection reporting was estimated by comparison to AIDS sur­
veillance data using the same methodology as in Maryland. Data elements to con­
struct Ul were available for 1762 (79%) of AIDS cases with dates of HIV diagnosis in the
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TABLE 2. Percentage completeness of HIV-infection reporting, availability of unique 
identifier (Ul) data elements in alternate databases, and sources of report — Maryland 
and Texas, July 1994-Oecember 1996

Characteristic
Maryland
(n=9,971l

Texas
(ns16,119)

Completeness of reporting
HIV* 50.4 26.0
CD44- T-lymphocyte count* 44.4 NA+
HIV* 52.3 NA

Availability of Ul data 
elements In alternate 
databases
Birthl No No
Death Yes Yes
Sexually transmitted

disease No No
Tuberculosis No No
Drug assistance** Yes Yes
Medical assistances^ Yes No
Hospital discharge No No

Source of HIV report
Public 30% 77%*s
Private

*Air\c* ^_________ 1- i. i..
70%« 23%***

lopuiiou unuu^^ir juiy cumparea WITn me Ul Odtdoase.^ Not available.
a*red'wicl{’the*Ln™^t “b through June 1996 In HIV counseling and testing sites

^Used for pediatric AIDS surveillance only,
**Federal- and state-funded medication program.
JtFederal- and state-funded medical-assistance program.
’’Includes local health departments and state laboratory, 
mIncludes community-based organizations and private clinics and laboratories 

***Includes community-based organizations, hospitals, private physicians, clinics and 
laboratories.

specified period (Table 2). Of these, 454 (26%) matched to HIV-infection reports with 
full Ul in the Ul database.

To evaluate the feasibility of epidemiologic follow up, TDH sampled 765 HIV- 
infection reports submitted during January 1995-June 1996, in six areas of the state, 
reflective of variation in geography, demography, HIV morbidity, and reporting 
sources. Of these, 456 (60%) could be matched to a client record using any combina­
tion of Ul (including records without full Ul), health-care provider name, date of test, 
residential information, and other locally available Information. Matched records that 
were missing the SSN data element (n*208) were reviewed to determine whether 
these data could be located. SSN could not be located for 120 (58%) of these records. 
Reported by: L Solomon, DrPH, L Etdred, DrPH, J Markowitz. PhD, P Ryan. MS, G Benjamin, 
MD, Maryland Dept of Health and Mental Hygiene. AS Robbins, PhD, DW Hamaker, SA King 
MA. SK Melville, MD, MC Thomas, MS. DM Simpson, MD, State Epidemiologist, Texas Dept of 
Health. Div of HIV/AIDS Prevention-Surveillance and Epidemiology, National Center for HIV 
STD, and TB Prevention, CDC



01/09/9B 01:26:32 FactsLine-> FactsLine Page 011

1258 MMWR January 9,1998

HIV Case Surveillance — Continued

Editorial Note: HIV and AIDS surveillance data are needed to provide reliable 
population-based data to guide public health programs. During 1995-1996, the first 
declines in the incidence of AIDS-opportunistic infections and AIDS deaths were re­
ported in the United States (6% and 23%, respectively), in part, as a result of increas­
ingly effective HIV therapy < 7). On the basis of revised HIV treatment guidelines (2), 
the impact of treatment advances on AIDS trends is expected to continue and will 
reduce the usefulness of AIDS data alone to monitor HlV-Infection trends and morbid­
ity. CDC and other public health and advocacy organizations have recognized the need 
for national HIV case surveillance while continuing to discuss the relative merits of HIV 
surveillance methods based on numeric codes compared to the name-based ap­
proach employed for AIDS surveillance {7,3).

CDC uses established criteria to evaluate performance of public health surveillance 
systems to provide accurate data to target prevention and care programs (4). States 
conduct active surveillance using existing name-based clinical and public health re­
cords to decrease the reporting burden on providers, eliminate duplicate reports, and 
facilitate epidemiologic follow-up. These methods enable AIDS surveillance to attain 
high performance standards as reflected by completeness of reporting (>85%) (5) and 
documentation of risk exposures (>93% of cases) (6). Evaluation of name-based HIV 
surveillance has shown 74%-97% completeness of reporting (7; CDC, unpublished 
data, 1997), and documentation of risk exposures {^76% of cases) (6). Secure and 
confidential surveillance practices are required as a condition for receipt of federal 
resources for HIV and AIDS surveillance. At the state level, the most comprehensive 
protections of medical data apply to government-held data, and most specifically to 
HIV-related data (8). Names are removed before encoded and encrypted AIDS or HIV 
surveillance data are transmitted to CDC.

The evaluations In Maryland and Texas indicated that the use of Uls limits the 
performance of an HIV surveillance system and complicates efforts to collect risk- 
behavior information. Both systems demonstrated timely reporting. Although data 
from both states indicated increases in reporting of the SSN data element during the 
evaluation period, overall 22% of reports in Maryland and 34% in Texas were missing 
the SSN element, which contributed to a high rate of incomplete case reporting. The 
follow-back investigation in Texas suggests that SSNs are not readily available in cli­
ent or medical records but, in the controlled environment of the Maryland HIV C&T 
systern, counselors were able to collect SSNs for most clients. The completeness of 
reporting also may be affected by the ability of providers and laboratories to use Uls 
as part of routine HIV-testing practices. For example, one large laboratory providing 
HIV-testing services in Maryland did not report HIV infections during the evaluation 
period. The difficulty in collecting HIV data when persons are tested out of state also 
may affect completeness of reporting and the ability to eliminate duplicate reports. 
Maryland is continuing to evaluate its Ul surveillance system, and Texas is exploring 
alternative HIV surveillance systems with input from community groups.

Effective HIV surveillance systems must include HIV risk information; however, this 
information often is not available at the time of the initial Ul case report, and follow-up 
with health-care providers is necessary. To supply follow-up Information, health-care 
providers must use lists or other mechanisms to link the Ul to patient identifiers. The 
Ul approach complicates efforts to collect this information and increases the number 
of lists of HIV-infected persons that could be disclosed in a breach of confidentiality.

(Continued on page 1271)
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HIV Case Surveillance — Continued
CDC has recommended that all states and territories conduct HIV case surveillance 

as an extension of their AIDS surveillance systems (7). In addition, CDC is developing 
technical guidance to enhance security practices, standardize confidentiality laws and 
regulations, and promote uniform standards for HIV case surveillance systems. These 
guidelines will assist states and territories in implementing HIV case surveillance us­
ing data-collection and data-storage methods that provide high quality HIV surveil­
lance data while assuring the confidentiality of surveillance information.
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Evaluation of HIV Case Surveillance Through the Use of Non-Named Unique 
Identifiers-Maryland and Texas, 1994--1996

CDC Evaludtion of Unique Identifier-Based HIV Surveillance Systems Finds that 
Current Ul Systems Provide Limited Data and May Not Reduce Confidentiality 
Concerns

This article reports findings from a three year evaluation of HIV surveillance 
systems which utilize unique identifiers (Ul) as the basis for HIV case reporting. 
Currently, 31 states conduct name-based HIV surveillance as an extension of their 
AIDS surveillance systems (3 for pediatric HIV infection only). Because of concerns 
about name-based reporting, CDC has worked with Maryland and Texas since 1994 
to evaluate HIV surveillance systems which use a Ul, based primarily on social 
security number, to report HIV cases. The evaluation revealed several problems 
with these Ul systems, including a high number of reports with incomplete codes 
(approximately 30-40%), low rates of completeness in reporting (approximately 25- 
50% complete), difficulty in conducting follow-up on specific cases, and the 
absence of behavioral risk data in this system. Additionally, a Ul-based system 
may not reduce the potential risk for a breach of confidentiality when providers are 
required to maintain lists to link the Ul with patients because this approach 
increases the number of lists that could be disclosed in a breach of confidentiality.
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Qs and As for use with the Media
Anticipated in response to MMWR on evaluation of Non-Named Unique Identifier Systems

Q1 What did this evaluation of Ul-based HIV surveillance find?

A1 The evaluation revealed that social security number based UI systems do not provide 
reliable data for directing prevention and treatment and may not reduce confidentiality 
concerns. Specifically, the SSN based Ul systems are limited in performance as follows:
* Completeness of reporting for the UI system (26 to 52 percent) was far less than for 
name-based HIV surveillance systems (79 to 90 percent).
* Many members of the affected communities may not have SSNs.
* Health departments could not reliably eliminate duplicate case reports firom the UI 
systems.
* The Ul-based systems in these states did not request HIV risk information on the initial 
case reports. Although risk information may be available on follow-up with providers, 
these Ul-based systems greatly increase the complexity of follow-up necessary to 
complete basic risk information.
* The Ul-based systems precluded the integration of HIV surveillance data witli other 
relevant name-based public health information systems (e.g. tuberculosis).
* Ul-based systems may not diminish the risk of breaches in confidentiality when 
providers are required to maintain logs to match UIs with patients, because this 
approach increases the number of lists of HIV infected people that could be disclosed 
in a breach of confidentiality.

Q2 Why is HIV surveillance needed?

A2 There is an urgent public health need to implement HIV surveillance. In comparison 
to AIDS surveillance alone, HIV surveillance provides population-based data not 
affected by treatment advances. In addition, HIV surveillance provides more timely 
information than AIDS surveillance about the changing demographics of the epidemic. 
HIV surveillance can also offer a more complete assessment of the burden of pediatric 
HIV infection and effectiveness of prevention interventions to reduce perinatal HIV 
transmission,

Q3 Will CDC be recommending name-based HIV surveillance?

A3 CDC has not finalized its policy on HIV surveillance. CDC reconunendations will 
be published in draft form in a guidance document that will be released in the next 
few months. Because surveillance data are so critical to prevention and treatment 
services, (these data translate into prevention, services, and care for people with 
HIV/AIDS at national, state, and local levels) CDC must recommend approaches 
based on their performance. Any potential HIV surveillance system will need to meet 
very specific performance criteria for effectiveness and security. The upcoming guidance 
will specify these criteria.
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Social Security 
number
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TX
MD
TX
MD
TX
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95.2
88.4
96.8
91.5
85.8
80.8

% Reports with MD
full Ul TX 61-3

_______________________51.8
‘Excludes approximately 7000

3,399
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96.3
89.8
97.2
97.5
88.5
91.6
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61.9
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74.9
61.6
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Death
Sexually transmitted

disease 
Tuberculosis 
Drug assistance**
Mediral assistance”
Hospital discharge

Source of HIV report
Public
Private

Maryland
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44.4 
S2.3

Ho
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No
No
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No
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fi*=16,1l9)
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Abstract

CoiM: HIV IS the only infectious disease for which there is publicly funded anonymous testing, 

and this exception has been controversial.

Objective: We assessed whether anonymous HIV testing was associated with earlier HIV testing 

and HTV-related medical care than confidential HIV testing.

Design: Retrospective cohort

Setting: Arizona, Colorado, Missouri, New Mexico, North Carolina, Oregon, and Texas

;ment
HIV/AIDS reporting system (HARS) between May 1995 and December 1996.

Mam Outcome Measures: Days from HIV positive test to first receipt of HTV-related medical care, 

from first HTV-related medical care to AIDS, and from first HTV positive test to AIDS.

Results: Anonymous testers presented for testing and medical care earlier in their HTV disease 

course than did confidential testers. Anonymous testers experienced an average of 387 more days 

in HTV-related medical care prior to an AIDS diagnosis than did confidential testers. The mean 

time from learning they were HIV positive to the diagnosis of AIDS was 529 days greater among 

anonymous testers than confidential testers. After adjusting for the subject’s age, sex, 

race/ethnicity, education income, insurance status, HTV exposure group, and whether the 

respondent had a regular source of care or symptoms at the time of the HTV positive test, 

anonymous testing remained significantly associated with earlier entry into medical care. The mean 

adjusted first CD4 count was 102 cells/pl greater in anonymous compared to confidential testers. 

Conclusion: Anonymous testing contributes to enhancing early access to HTV testing and medical 

care. Public health departments should maintain and in some cases enhance broad availability of 

anonymous testing options.



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Background 

Case Definition
Surveillance practices
- Methods
- Security/Confidentiality 

Relationship to other programs 

Commentary



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Surveillance Practices 

- Methods-Recommended
Collect standard concise set of data
Identify/investigate cases of epidemiologic 

importance
Laboratory initiated reporting



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Surveillance Practices (cont’d)
• Performance criteria

- Completeness
- Timeliness
- Duplication
- HIV risk information
- Required to be met for funding



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Methods - (cont’d)
- Case Identifier - CDC recommends that state and local 

surveillance programs use the same name-based approaches 

for HIV reporting as currently used for AIDS surveillance
Rationale
- Approach most likely to meet performance criteria
- Facilitates epidemiologic follow-up
- CDC has not identified another basis for case reporting that 

functions at a level comparable to the name-based approach



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Surveillance Practices
- Security requirements
- Data collection/storage

• Encrypted data transfers
• Isolate name-based registries from other data
• Data protections

- Computer password
- Physical security

• Destroy unnecessary registries
• Recommendation - A single encrypted electronic registry



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Security Requirements

• Data access/release
• Restrict to a few trained staff
• Designate an official to control access
• Use audit system to monitor access
• Prohibit access by non-surveillance personnel
• Submit proposed research uses to IRB
• Strict data release policies



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Security
- Data Retention Policies - Recommendation

• Remove name-based identifiers from records of 

little/no public health value (ex. Deceased)

Identify through other means if feasible



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Surveillance Practices

• Confidentiality laws and regulations
• Recommended review/revision of laws
• Protection from subpoena/court order
• Penalties for disclosure
• Other

- CDC-ASTHO-NCSL - development of 

confidentiality law - available late 1998



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Relationship to HIV Prevention and Care Programs
- Anonymous HIV testing

• CDC requirement (unless prohibited by state law)
• Recommend that states with laws prohibiting anonymous 

testing reconsider this practice
- HIV testing

• Voluntary
• Informed consent

- Linkage of surveillance to programs
• Primary purpose of surveillance is for epidemiologic 

monitoring



CDC Technical Guidelines for 

HIV and AIDS Surveillance
Linkage to other programs
- Decisions to linkage surveillance and other 

programs
• Local HD - CPG collaborative decision
• Well defined public health objectives
• Similar confidentiality protections
• Ongoing process to evaluate risks and benefits
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HIV SURVEIllANCE AHD NAME REPORTING:
A Public Health Case for Protecting Civil liberties

EXECUTIVE SUMMARY
Recently, there have been renewed calls for HIV surveillance, and 

specifically for reporting the names of all those who test positive for HIV to 
public health authorities. Proponents of HIV surveillance and name reporting 
frequently suggest that there is a conflict between the privacy rights of 
individuals who have or may have HIV and the public health needs of the 
country, and that individual civil liberties must take a back seat in order to 
effectively battle the spread of HIV and AIDS.

In the public debate concerning society’s response to the AIDS epidemic 
the American Civil Liberties Union has consistently advocated policies that 
protect the public health while respecting civil liberties and individual 
privacy. The ACLU recognizes that given the rapid speed with which HIV 
treatment, the social response to HIV and the disease itself change, every 
important social and legal policy about HIV must be under constant re­
examination. There are no permanent answers. The ACLU also believes that 
policy must be based on cool examination of the best evidence we have, and 
not on ideology or visions of the world as we would like it to be. The ACLU 
is issuing this position paper now because the available evidence shows that, 
when it comes to reporting the names of people with HIV, there is no 
conflict between public health and civil liberties. Instead, the available 
evidence strongly suggests that public health measures that respect the 
privacy of individuals testing for HIV are more effective means of fighting 
the spread of HIV than intrusive measures like name reporting. Specifically, 
as discussed in more detail in this position paper, the evidence indicates that 
reporting the names of those who test positive for HIV will set back public 
health efforts. For this reason, the ACLU opposes name reporting.

Renewed calls for HIV surveillance are at least partly the result of new 
developments in the AIDS epidemic, primarily the emergence of promising 
new medical treatments. Proponents of name reporting argue that in the face 
of medical and other developments, it no longer makes sense to systemati­
cally track only AIDS cases, which represent the late stages of HIV disease; 
they argue that we must start to track HIV systematically from the point of 
infection.

A number of propositions are generally advanced in support of HIV
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surveillance and name reporting*: 1) there is a need to monitor,the spread of 
HIV and collect more accurate epidemiological data; 2) it would help better 
target prevention and public health efforts; 3) it would permit individuals 
with HIV to proactively link to appropriate health care services; 4) it would 
permit a more efficient allocation of AIDS funding; and 5) concerns about 
discrimination against people with HIV and AIDS are much reduced as a 
result of supposedly strong legal protections of confidentiality and against 
discrimination. Even though there are various methods for HIV surveillance 
that preserve the privacy of individuals with HIV, surveillance proponents 
generally argue that reporting the names of individuals who test positive for 
HIV is necessary for effective HIV surveillance.

The case for HIV surveillance may well be stronger at this juncture of the 
AIDS epidemic. However, while the reasons cited above may justify 
increased tracking of cases of HIV infection, they do not support name 
reporting for several reasons. First, while the goal of increased tracking of 
HIV infection is to bring those with HIV into the public health system and to 
obtain more accurate epidemiological data, name reporting will likely have 
the opposite effect. This is because the available evidence strongly suggests 
that eliminating anonymous HIV testing will discourage individuals from 
being tested, thus preventing their entrance into the public health system and 
hampering HIV tracking.

Second, name reporting is not essential to effectively monitor the 
epidemic, target prevention, link individuals with HIV to health care, and 
allocate AIDS funding. Existing HIV tracking mechanisms, including 
sentinel studies and incidence and prevalence surveys, help to accomplish 
these goals. And the use of unique identifiers (alphanumerical codes) 
provides an alternative means of reporting individual cases of HIV without 
using names.

Third, legal protections for people with HIV appear to be weaker than 
advocates of name reporting think they are. There are troubling examples of 
breaches of privacy in spite of the confidentiality protections that accompany 
name reporting in the states where it presently exists. And recent legal 
developments indicate that some courts do not believe that the Americans

Proposals for HIV surveillance by name reporting can be divided generally into two 
groups. This paper uses the term “name reporting” to refer to both of them together. The 
first subgroup involves proposals in which reporting the names of all individuals who test 
positive for HIV would be required. This system, which would effectively eliminate 
anonymous HIV testing, is referred to in this paper as “mandatory name reporting.” Some 
have suggested an HIV surveillance system in which name reporting is encouraged, but 
anonymous testing sites are maintained for those individuals who refuse to be tested by 
name. This system is referred to in this paper as “hybrid reporting.”
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with Disabilities Act provides broad-ba^ed protection to people with HIV 
who are not seriously ill. It is, in short, not accurate to say that the fears of 
discrimination that appear to drive people away from testing are groundless.

Finally, given that we presently are unable or unwilling to provide access 
to anti-retroviral therapy and other forms of health care to individuals with 
HIV who are already seeking treatment, it is hard to see how imposition of 
names-based reporting is going to result in better health care for those 
individuals with HIV who are not yet in the health care system.

Therefore, the ACLU opposes name reporting as a means of tracking HIV 
unless and until: (1) it has been demonstrated that there is a strong need for 
additional HIV surveillance; (2) there is no alternative means to accomplish 
this surveillance; (3) we can honestly assure those who will be tested that 
protection from discrimination is real; and (4) serious efforts to deliver care 
to those who will be identified will be made. These conditions have not been 
satisfied.

ACLU AIDS Project HTV Surveillance and Name Reporting vii



viii ACLU AIDS Project HIV Surveillance and Name Reporting



I. INTRODUCTION
AIDS first emerged in the early 1980's as a health crisis among gay men, 

who began experiencing an onset of severe and unexplained health problems 
that quickly turned fatal. At the time there was no medical understanding of 
the emerging epidemic, and there was 'widespread societal fear about possible 
contagion. AIDS became a marker for gay men, and since many in the 
population held strong biases against gay people, a social stigma attached to 
AIDS that set the syndrome apart from other contagious diseases. Gay men 
with AIDS were fired from their jobs, lost their health insurance and their 
homes, were turned away by health care providers, and were ostracized by 
their families, either because of their mysterious health condition, their sexual 
orientation, or both.

Surveillance of AIDS cases, including reporting the names of persons 
diagnosed with AIDS to public health authorities, began almost immediately 
and with little fanfare. There were several reasons for this. First, name 
reporting was a public health response which had been used with some other 
sexually transmitted diseases. Second, individuals who were diagnosed with 
AIDS were already in the late stages of what we now know to be HIV 
disease, and were for the most part already participating in the health care 
system. Thus in a real sense they had already been “identified” as persons 
with AIDS. And finally, although an AIDS diagnosis and public dissemina­
tion of that information often triggered a hostile societal response, the harsh 
reality was that persons diagnosed with AIDS usually died quickly, and the 
struggle for survival overwhelmed any attempt at leading a “normal life.”

HIV was not discovered until 1983, and testing for HIV antibodies 
became available only in the mid 1980's. At that time, surveillance of cases 
of HIV infection, as opposed to AIDS diagnosis, was opposed by advocacy 
groups and public health authorities. There was widespread recognition that 
gay men, people of color and IV drug users, the sub-populations found to be 
at highest risk for HIV infection as the epidemic developed, would flee from 
the public health system if they believed that their names were being reported 
to government agencies. In the absence of any effective cure or medical 
treatment for HIV infection, the arguments in favor of HIV surveillance were 
weak.
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II. BACKGROUND TO CURRENT DEBATE

In recent years a number of factors have shifted the focus of epidemiolog­
ical surveillance to the “front end” of the AIDS epidemic, HIV infection. 
New medical treatments in the form of combination therapy offer greater 
hope for healthier and longer lives for people with HIV. Research suggests 
that combination therapy is most effective if begun soon after infection, 
making it important that therapy be offered to people before they become 
severely ill. Moreover some research suggests that combination therapy, by 
drastically reducing the amount of virus an individual carries, lessens 
infectiousness.'

For the first time in a decade the number of deaths attributable to AIDS 
is decreasing. AIDS deaths declined 19 percent in the first nine months of 
1996 compared to the same period in 1995.^ Public health officials, while 
encouraged by this development, worry that individuals continue to become 
infected. As medical treatments prolong the lives of people with HIV and 
significantly delay the amount of time from infection to AIDS diagnosis, 
surveillance of AIDS cases tells us less and less about how HIV infection is 
developing and spreading.

In addition, as the AIDS epidemic nears the completion of its second 
decade, the early societal panic about AIDS has diminished. Legal protec­
tions for people with AIDS have improved, thanks largely to the passage of 
the Americans With Disabilities Act (ADA). Many cities have passed 
legislation specifically designed to prevent discrimination on the basis of 
HIV. Prominent celebrities have announced that they are HIV positive, and 
courageous AIDS activists have won broad admiration in many quarters of 
society. These developments have somewhat lessened fears that the 
inevitable result of infection with HIV was complete social isolation.

Against this background, calls for enhanced HIV surveillance, name 
reporting, and an end to so-called “AIDS exceptionalism” have begun to 
emerge.^ Even though there are numerous means of conducting HIV

' R. Royce et al., Sexual Transmission of HIV: Current Concepts, 336 New Eng. J. of Med. 
1072(1997).
^ L.K. Altman, AIDS deaths drop 19% in U.S., continuing a heartening trend. New York 
Times, July 15, 1997, at Al.
^ The term “AIDS exceptionalism” has been coined by some advocates of HIV surveillance 
and name reporting to refer to the fact that traditional intrusive public health measures, such 
as mandatory name reporting, have not been systematically applied to HIV infection. The
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surveillance while maintaining the anonymity of persons with HIV, including 
the use of unique identifiers, sentinel studies, and incidence and prevalence 
studies, some have championed name reporting as a “traditional” response to 
infectious diseases which should be used with AIDS.

Twenty seven states have already implemented name reporting HIV 
surveillance."' But these states represent only 24 percent of the AIDS cases 
that have been reported to the CDC.^ “High incidence” states have thus far 
refused to adopt name reporting in the face of strong opposition from 
community groups and public health officials.

Proposals for name reporting take numerous fo. ms. The unifying element 
is reporting the names of individuals who test positive for HIV to a govern­
ment agency. Most often proposals for name reporting require individuals 
being tested for HIV (or an equivalent test, such as viral load or CD4) to 
provide their name, contact, and demographic information when they seek an 
HIV test. If the individual tests positive for HIV antibodies, then her/his 
name is reported to public health officials. Name reporting schemes 
generally have provisions designed to protect the confidentiality of the 
individual with HIV.

III. NAME REPORTING IS GAD PURLIC POLICY

a Name Reporting Is Bad Policy If it Discourages Peopie From Being 
Tested For HIV, And The Available Evidence Shows That it Does

The available evidence strongly suggests that name reporting is a 
counterproductive public health measure that will cause individuals to avoid 
HIV testing. Numerous studies indicate that individuals avoid HIV testing 
that is not anonymous because they do not have faith that test results will 
remain confidential and because they fear the stigma and discrimination that 
is often associated with HIV and AIDS. One study found that over 60% of 
individuals tested anonymously would not have tested if their names were

term is an unfortunate misnomer, since the public health response to all infectious diseases 
has not been uniform and since there is no indication that a “one-size-fits-all” approach to 
all public health problems is effective.
* See Appendix II.
’ Centers for Disease Control and Prevention, HIV/AIDS Surveillance Report, 1997, Vol. 9, 
No. 1.
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reported to public health officials.* By contrast, anonyrnous testing 
encourages individuals to seek testing in the belief that they will be able to 
control the dissemination of information about their HIV status. People are 
more likely to be voluntarily tested for HIV if the testing is anonymous.'^

Anonymous testing also reduces the period of time that individuals delay 
testing. Research indicates that the availability of anonymous testing reduces 
the average delay between deciding to get tested and actually going for the 
test by more than one half, from a mean of 12 months to a mean of 5 
months.* Testing associated with name reporting (confidential testing) deters 
people from discovering their HIV status.

Of course, HIV testing is of little use if the person tested does not return 
for his or her results. The available data indicates that individuals who test 
at locations with name reporting are much less likely to return for their results 
than individuals who are anonymously tested. An analysis of HIV testing in 
North Carolina found that 30.3% of testees undergoing confidential testing 
did not return, while only 8.2% of anonymous testers did not retrieve their 
results.’ In Colorado, a testing survey showed that 95% of anonymous testers 
retrieved their results, but only 85% of confidential testees returned.’’

The deterrent effect of name reporting is most pronounced in the very 
populations with the greatest need for preventive intervention; gay and 
bisexual men, people of color, intravenous drug users, and sex workers. 
Research indicates that gay men are more likely to be aware of name 
reporting requirements and, as a result, to avoid testing altogether." One 
study found that half of the men who were tested anonymously would not 
have been tested at all if only confidential testing were offered.'^ In South

* Susan M. Kegeles et al., Many People Who Seek Anonymous HIV-Antibody Testing 
Would Avoid it Under Other Circumstances, 4 AIDS 585, 586 (1990).
’’ Kathleen Irwin, et al.. The Acceptability of Voluntary HIV Antibody Testing In the United 
States: A Decade of Lessons Learned, AIDS, vol. 10, no. 14, 1707, 1711 (1996); Geoffrey 
Reed, et al., The Impact of Mandatory Name Reporting on HIV Testing and Treatment, 
Poster Presentation for the XI International Conference on AIDS (July 1996); Douglas 
Hirano et al.. Anonymous HIV Testing: The Impact of Availability on Demand in Arizona, 
84 AM. J. PUB. HEALTH 2008, 2010 (1994).
* Laura Fehrs et al.. Trial of Anonymous Versus Confidential Human Immunodeficiency 
Virus Testing, 2 LANCET 391 (1988).

® Irva Hertz Picciotto et al., HIV Test-Seeking Before and After the Restriction of Anonymous 
Testing in North Carolina, 86 AM. J. PUB. HEALTH 1446, 1448 (1996).

Richard E. Hoffman et al., Colorado Department of Health Division of Disease Control 
and Environmental Epidemiology, HIV Anonymous Test Site Evaluations 7 (1992).
" HIRANO, supra note 5, at 2009; KEGELES, supra note 4.

Susan M Kegeles et al.. Mandatory Reporting of HIV Testing Would Deter Men from 
Being Tested, 26\ JAMA 1275 (1989).
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Carolina, after anonymous testing was eliminated the number of men who 
have sex with men who were tested for HIV dropped by 51%.'^ The converse 
is also true: once anonymous testing is offered, more gay and bisexual men 
will be tested. Oregon, for example, reported a 125% increase in the demand 
for HIV testing once the option of anonymous testing was provided.'“ Fear 
of discrimination and stigmatization is so strong among gay and bisexual 
men, they will travel to other states if necessary to preserve their anonymity. 
One South Carolina AIDS service agency reported that 40% of the people it 
serves were tested out of state.'^ If gay and bisexual men do test confiden­
tially, as opposed to anonymously, they often vdll wait longer to do so.'® 
Given the high seroprevalence rate among gay and bisexual men, delays are 
counterproductive to the public health goal of HIV prevention.”

Name reporting is also likely to deter HIV testing by African-Americans 
and Latinos.' * The rate of HIV infection is increasing rapidly among people 
of color.” Given this country’s history of race discrimination in the guise of 
public health initiatives, minority communities often distrust coercive public 
health programs. Mandatory names reporting would only exacerbate this 
distrust. Researchers from the New York City Department of Health found 
that 22% of African-American and Hispanic participants would not be tested 
for HIV if their names were reported to public health officials.^® One 
clinician commented that mandatory name reporting “will be the final blow” 
alienating minority women from clinicians and the health care system, 
causing them to go “underground fast.”

Other groups are also deterred from HIV testing by name reporting. 
Intravenous drug users and sex workers, many of whose primary contact with

” WD Johnson et al., The Impact of Mandatory Reporting on HIV Seropositive Persons in 
South Carolina (1988) (Presented at the Fourth International Conference on AIDS, 
Stockholm, Sweden).

FEHRS et al., supra note 6.
■’JOHNSON, supra 14.
■’ HIRANO, supra note 5, at 2009. 

at 2010.
■' While people of color are discussed separately from gay and bisexual men in this position 
paper because of the high rates of HIV infection in many communities of color, it is worth 
noting that the two groups are not mutually exclusive - i.e. many and gay and bisexual men 
of color are infected with HIV.
■’ See, e.g., Allan P. Frank, et al.. Anonymous HIV Testing Using Home Collection and 
Telemedicine Counseling: A Multicenter Evaluation, 157 ARCHIVES INTERNAL MED. 
309(1997).
“ E. Fordyce et al.. Mandatory Reporting of Human Immunodeficiency Virus Testing Would 
Deter Blacks and Hispanics from Being Tested, 262 JAMA 349 (1989).

Letter from B. Joyce Simpson, RN, MPH, to Robert M. Greenstein, Director of Division 
of Human Genetics, University of Connecticut Health Center (November 30,1992)(on file 
with the ACLU AIDS/HIV Project).
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government has been through the criminal justice system, are more likely to 
test anonymously. One study found a 56% increase in HIV testing among 
female sex workers and a 17% increase among intravenous drug users when 
anonymous testing was an option.^^ Women, in general, are often wary of 
mandatory names reporting schemes. One study found that mandatory names 
reporting led to a 31% decline in the number of women agreeing to an HIV 
test as they sought Ob/Gyn care.^^

Some proponents of HIV surveillance have proposed maintaining 
anonymous testing, but imposing the mandatory name reporting requirement 
on medical providers, as a means of avoiding testing deterrence. This is not 
an acceptable solution, since it simply shifts the deterrence problem away 
from testing and instead deters people from entering treatment. In a recent 
survey of individuals testing for HIV in Los Angeles County, 22.6% of 
survey participants said they would delay treatment until they were actually 
sick if their doctor were required to report their name to public health 
authorities.^''

It has been suggested by some that name reporting should be adopted but 
that anonymous testing should be preserved for those who do not want to be 
reported. It is far from clear that this type of hybrid reporting would 
accomplish any of the goals advanced for increased surveillance. Moreover, 
to make that system work and not deter people from testing, people must 
understand their options. Individuals would have to be advised that they have 
the option of anonymous testing, and anonymous testing sites would have to 
provide the same array of services provided by sites that record the name of 
the testee for reporting purposes (confidential testing sites). Medical 
providers could not be required to report the names of patients who are HIV 
positive against the patients’ will, since that would deter treatment as 
opposed to testing. The history of minority communities and public health 
suggests that a system like this would not truly reassure those who need to be 
tested. If proponents of name reporting believe this option, faithfully 
implemented, would advance the goals of increased surveillance, it ought to 
be tried on a trial basis and the effect on both reporting and deterrence 
assessed before it is widely used.

In sum, the available evidence indicates that rather than helping to control 
the spread of HIV and AIDS and encouraging earlier medical intervention.

” FEHRS et al, supra note 6.
“ B. Lo et al., AIDS Screening; Who is Willing to be Tested (1988)(Presented at the Fourth 
International Conference on AIDS, Stockholm, Sweden).

Geoffrey Reed, et al.. The Impact of Mandatory Name Reporting on HIV Testing and 
Treatment, Poster Presentation for the XI International Conference on AIDS (July 1996).
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name reporting is likely to lead to decreased testing by those who most need 
it. That means that far from advancing the goals proponents offer for 
increased surveillance -- more accurate information and earlier medical 
intervention -- name reporting is likely to defeat them.

B. Tesiee Fear of HIV Name Reporting Cannot Be 
Blsmissed as Irrational

Many individuals apparently fear taking an HIV test that is not anony­
mous, as the evidence discussed in the last section shows. It is worth 
stressing that the perception of the testee is what matters most. If that 
perception is going to prevent an individual from testing, it does not matter 
whether the perception is based on misinformation, reality, or some 
combination of the two. The sad truth, however, is that these fears cannot be 
dismissed as irrational.

At the heart of the fear is concern about discrimination on the basis of 
HIV status, and this concern is real. Laws cannot prevent family and friends 
from abandoning a loved one because she has HIV or because he is gay. And 
recent legal developments indicate that persons with HIV still have reason to 
worry about even those types of discrimination that the law is designed to 
address. Although it had once been assumed that the Americans with 
Disabilities Act (ADA) provided broad legal protections from discrimination 
against anyone with HIV, according to some federal courts this is not the 
case. A federal appeals court has ruled that the ADA does not protect people 
with HIV who have not yet developed serious health problems, even if they 
have suffered from discrimination.^’ Another federal appeals court has held 
that the ADA does not protect many people with either HIV or AIDS from 
discrimination in insurance.^^ Thus, the anti-discrimination protections 
supposedly provided by the ADA may be becoming illusory for people with 
HIV.

It is unlikely that the fears of individuals at high risk for HIV can be 
overcome by promises that name reporting will be accompanied by privacy 
protections. Minority communities are often distrustful of public health 
authorities and coercive public health programs.” Existing privacy 
protections have not prevented breaches of confidentiality from occurring. 
In one example, thieves stole a computer containing the names of 60 persons

“ Runnebaum v. Nationsbank of Maryland, ^F.3d , 1997 WL 465301 (4th Cir. Aug. 15,
1997) (en banc).

Parker v. Metropolitan Life Insurance Company_F.3d_, (6th Cir. Aug. 1, 1997) {en
banc).

” See, e.g., Woodrow Jones, An Overview Of Health Care Issues In Black America, in 
Black Health Care,, Jones & Rice, eds., 1987.
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with AIDS from a public health office in Sacramento, California.^* As this 
incident demonstrated, computerization and modem security devices do not 
provide complete security. Moreover, the complexity of modem computer 
systems and data banks will inevitably lead to mistakes that are at once 
common and difficult to correct.^’ These general problems take on special 
significance in the context of HIV surveillance, given the sensitivity of HIV- 
related information.

Despite the frequent claim that this has never happened, confidentiality 
is breached. Agencies cannot control how authorized personnel use the data 
to which they have access, creating a risk of both inadvertent and intentional 
confidentiality breaches.^® Personnel with access to names include federal, 
state and local public health administrators, HIV-related social service and 
medical professionals, field ser\'ice staff, and, due to recent efforts to 
integrate tuberculosis and HIV surveillance, non-HIV public health officials. 
Carelessness and simple human error can have serious consequences. In 
Florida, a computer disk containing the names of4000 people with AIDS was 
discovered in the parking lot of a bar. Apparently it belonged to an AIDS 
surveillance case worker who misplaced it.*' In New York, a log containing 
the names of 500 people who were tested for HIV “vanished” from a clinic.** 
Almost a week later, authorities still did not know if the log was stolen, 
thrown out, misplaced or destroyed. The Federal Bureau of Investigation has 
admittedly used improperly obtained HIV information, and local law 
enforcement agencies have disclosed HIV status to neighbors, prison inmates, 
and broadcast the names of people with HIV over police radios.**

Moreover, present assurances of confidentiality cannot prevent later 
evisceration of privacy guarantees. Once public health officials have 
compiled a list of individuals who are HIV-pOsitive, there is no way to 
safeguard the list from overzealous public health efforts and misguided

Richard C. Paddock, Thieves Steal Computer Containing Confidential List of 60 AIDS 
Victims, L.A. Times, July 9, 1987, at 3.

Bob Davis, Abusive Computers: As Government Keeps More Tabs on People False 
Accusations Rise, Wall St. J., August 20, 1987, at 1.

Robert Trigaux, Leak sparks security fears, St. Petersburg Times, September 20, 1996, at 
1 A. See alsoLawrence O. Gostin, Health Information Privacy, 80 Cornell L. Rev 451, 493 
(1995)(“It is the proliferation of...legitimate users of information that pose the greatest risk 
to informational privacy”).

Sue Landry, AIDS list is out, St. Petersburg Times, September 20, 1996, at 1 A.
Log, Said to List AIDS Test-Takers, Is Lost, N.Y. Times, April 23, 1987, at A21.

” Doe V. Attorney General of the United States 941 F. 2d 780 (9th Cir. 1991); Doe v. 
Borough of Barrington 729 F.Supp. 376 (D.N.J. 1990); Woods v. White 689 F.Supp. 874 
(W.D.Wis. 1988); details on Union City, California’s practice of broadcasting the names of 
people with HIV on radios used by police, fire, and emergency medical workers are on file 
with the ACLU AIDS Project.
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political mischief in the future. Just as ajegislature may enact confidentiality 
provisions, so too may it later create exceptions or revoke protections en toto. 
This almost occurred in 1991 when the state of Illinois passed a law that 
directed the Department of Health to identify all HIV-positive health care 
workers by comparing the state’s confidential lists of persons with HIV 
against the records of health care licenses. Any patient of a health care 
worker who engaged in invasive medical procedures (surgery) while HIV­
positive was to be contacted. This government-sponsored violation of 
privacy was approved despite widespread recognition that the policy would 
do little to advance the public health. Although never funded due to intense 
opposition, this experience demonstrates the inherently precarious nature of 

a seemingly ironclad confidentiality guarantee.

Finally, it is too early to know if the emergence of promising new 
medical treatments (should the promise hold) will increase the impetus to be 
tested, and the extent to which they will ameliorate or eliminate the well- 
documented deterrent effect that occurs when anonymous testing is 
eliminated. It is, therefore, simply not responsible to glibly assume that the 
existence of these therapies removes the public health problems created by 
the elimination of anonymous testing. Moreover, it is reasonable to assume 
that, in any event, combination therapy will increase the attractiveness of 
testing only for those individuals who believe they can get access to the 
treatment if they test positive for HIV. Combination therapy is not made 
available to all those who presently need it, as has been painfully demon­
strated by the recent experiences of ADAP programs in Mississippi and other 
states that have been forced to cut people with HIV off medication due to a 
lack of funds. Low income people who do not have the means to pay for 
medication could reasonably conclude that, even if they test positive for HIV, 
they will not be able to access appropriate medical care.^'*

In sum, the fears that drive people away from HIV testing with name 
reporting are not groundless. To eliminate them, we need more than 
education; we need solid anti-discrimination protection and real availability 
of treatment for the poor and the uninsured. Name reporting is not appropri­
ate until we make real progress toward those two goals.

Sheryl Gay Stolberg, AIDS Drugs Elude the Grasp ofMany of the Poor, New York Times, 
October 14, 1997, at A22.
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IV. UNIQUE lUENTIFIERS: A BEHER ALTERNATIVE TO 

NAME-BASED REPORTING
The desire for more comprehensive HIV surveillance can be accommo­

dated without name reporting. HIV surveillance is already being conducted 
through sentinel studies and prevalence and incidence studies, and those 
efforts can be expanded. In addition, systematic HIV surveillance can be 
implemented through the use of a system of unique identifiers.

Unique identifiers are numeric and alpha-numeric codes that are used to 
identify a particular individual. We use these every day in the form of social 
security numbers, driver’s license numbers, and account numbers, among 
others. In the context of HIV testing, the concept is to create a code that 
identifies only one person and to associate the HIV test result with that 
unique identifier, rather than with the name of the individual. The code may 
be reported to public health authorities, providing accurate epidemiological 
data regarding HIV infection rates along with various demographic 
indicators. But because the code cannot be traced back to the person tested, 
the anonymity of the testee is preserved.

With computerized encryption and modem technology, unique identifiers 
may offer a viable alternative to name reporting. There are sound reasons to 
pursue this option if expanded HIV surveillance is desired. First, by 
preserving the anonymity of the testee, a unique identifier system encourages 
individuals to be tested and enlists the support of community organizations 
that are opposed to name reporting. Second, it is at least possible that unique 
identifier systems may ultimately provide better epidemiological data than 
name reporting confidential testing.^^ In a unique identifier system, an 
individual will most likely use the same code for each test (e.g. birth date and 
the last four digits of social security number). With one unique identifier 
composed of intimate information (so the individual remembers it), a repeat 
tester can be identified as such and not double counted. The accuracy of 
names-based reporting, by contrast, depends upon whether the testee uses his 
or her real name, and the available evidence suggests that many people who 
are required to give their name when taking an HIV test use a pseudonym to 
hide their identity.^^ While distmst causes testees to use pseudonyms in 
confidential testing, in anonymous testing there is no incentive to create more 
than one unique identifier.

“ FORBES, supra note 3, at 4.
T. Hoxworth et al.. Anonymous HIV Testing: Does It Attract Clients Who Would Not Seek 

Confidential Testing? 9 AIDS PUB. POL*Y J. 182 (1994).
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Two states, Maryland and Texas, presently use unique identifier systems 
to track HIV cases. The experiences of both states should be analyzed to 
determine the benefits and drawbacks of unique identifiers, and to identify 
what work must be done to make them effective tools for HIV surveillance.

It appears that developing effective unique identifier systems will require 
the investment of significant time and resources. But given the evidence that 
name reporting will discourage testing, particularly among those who most 
need it for themselves and for accurate surveillance, it remains the most 
sensible option today.

V. CONCLUSION

There may come a time when HIV is so unremarkable a part of our social 
landscape, and care for it so routinely available to those who need it, that no 
one will reasonably fear being identified as a person with HIV. But we are 
nowhere close to that time yet. On the contrary, the best evidence we have 
suggests that those who most need HIV testing are afraid of name reporting 
because they fear discrimination. Moreover, we know those fears are not 
groundless.

We cannot honestly allay these fears unless we truly provide people with 
HIV the protection from discrimination we have been promising them. We 
cannot honestly use the availability of new treatment to get people to 
overcome their fears of discrimination unless we are ready to make treatment 
available. Since we have done neither, we cannot honestly tell people they 
should overcome their fears of testing. Under these circumstances, name 
reporting is not appropriate.

American Civil Liberties Union 
AIDS Project 
October 1997

Matthew Coles 
Director

Michael Adams 
Jennifer Middleton 

Staff Attorneys^''

’’ Matthew Robison, a law student, provided significant assistance in the research and 
writing of this report.
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APPENDIX I:
Responses to Common Arguments For Name Reporting

Argument: If we already have name reporting for people with AIDS, there
is no reason why we shouldn’t have name reporting for people 
with HIV.

Response: There is a fundamental difference between the two. A person
diagnosed with AIDS is by definition already within the health 
care system. He or she has received an AIDS diagnosis because 
of demonstrable health conditions. There is no risk that name 
reporting will deter this person from entering the health care 
system and receiving counseling. By contrast, a person who has 
not yet been tested for HIV is not yet in the health care system. 
If the goal is to get him or her to test for HIV and enter the 
system if infected, it makes no sense to adopt an HIV surveil­
lance policy that is going to discourage testing.

Argument: Name reporting provides more accurate epidemiological data by
eliminating individuals who are double counted. In the present 
system, there is no way to determine whether an individual has 
been tested before, creating the potential for double counting, 
either by the same jurisdiction overtime or by different jurisdic­
tions (if the individual moves, for example).

Response: First, name reporting deters many people, disproportionately
those most at risk for HIV, from getting tested. Many people 
who have HIV therefore will not be counted at all. This over­
whelms any advantage of eliminating double counting.

Second, name reporting does not eliminate double counting if 
patients provide false information, a practice which is not 
uncommon. At confidential test sites in Colorado, 27% of test 
seekers admitted providing false information.^* If an individual 
provides a false name, there is no way to determine if this 
individual has been tested before or not.
Third, name reporting is not necessary to eliminate the risk of 
double counting. A properly designed system of unique 
identifiers could suffice while protecting the privacy of the 
individual.

’* HOXFORTH et al., supra note 30.
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Argument; Name reporting would enable more complete and comprehen­
sive demographic data because of the opportunity to follow up 
with a patient. Public health officials or social workers could 
pursue follow up interviews with individuals who test positive for 
HIV and fill in any information gaps discovered after the person 
leaves the testing site. This demographic data would permit the 
CDC and other organizations to identify the needs of specific 
subpopulations affected by the epidemic and narrowly tailor 
prevention efforts.

Response: First, name reporting is not needed to gather more comprehen­
sive demographic data. With pre- and post- test counseling 
sessions accompanying each HIV test, social workers and public 
health officials have two opportunities to gather this informa­
tion. Well-designed questionnaires and guided personal 
interviews can gather all the information necessary for targeting 
specific prevention programs, making follow-up interviews 

unnecessary.
Second, name reporting will distort epidemiological assess­
ments of subpopulation needs because it deters individuals from 
getting tested. Studies indicate that its deterrent effect on HIV 
testing is more pronounced among gay men and racial and 
ethnic minority groups, whom the epidemic has hit hardest. The 
number of HIV-positive individuals in the gay community and 
in communities of color would be undercounted.

Third, name reporting does not prevent individuals from lying 
by giving false names and contact information, making a follow 
up interview impossible. Providing false information is 
common and is even encouraged by some counselors in 
jurisdictions that do not provide anonymous HIV testing.^’

Finally, anonymous testing encourages individuals to return for 
their HIV test results, reducing the need for intrusive, resource­
intensive follow-up by public health officials. Studies indicate 
that persons who test anonymously are more likely to return for 
their results, as compared to individuals who are tested confi- 
dentially."'® While fear of a positive test result may deter 
individuals from both cohorts from receiving their HIV test 
results, it appears that anonymous testing provides individuals 
with a higher degree of confidence that their privacy will be 
protected.

” HOXWORTH, supra note 30.
HERTZ PICCIOTTO et al., supra note 7, at 1448; HOFFMAN, supra note 8.
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Argument: Name reporting would benefit individuals who test positive for
HIV by connecting them'with counseling and other services, 
and shortening the amount of time that passes before they 
receive medical attention. Given promising new medical 
treatments, intervention may significantly increase both the 
length and quality of an individual’s life.

Response: First, each supposed benefit of name reporting-provision of
counseling services, medical referrals and treatment, long term 
medical follow-up-can also be accomplished with anonymous 
testing. For example, well-designed pre- and post- test counsel­
ing can provide information and referrals for further counseling 

and medical treatment.
Second, name reporting is not treatment, nor does it automati­
cally lead to treatment. Presently, there is no system to ensure 
that people with HIV receive potentially life-saving treatments. 
The barriers to proper health care-poverty and lack of funding- 
will not in any way be addressed by adopting name reporting.'" 
Unless name reporting schemes are accompanied by specific 
linkages between testing and treatment, including policy 
guidelines and (most importantly) funding, then such connec­
tions will not be made. Moreover, there is no reason to believe 
that name reporting will be more effective than properly 
structured anonymous testing in ensuring access to treatment.

Argument: Mandatory names reporting would enable other traditional
strategies of protecting the public health, including partner 
notification and contact tracing to be more effective. With the 
names of all HIV positive individuals, social workers or public 
health officials could conduct numerous follow-up interviews to 
notify spouses or partners (partner notification).

Response: First, name reporting is not necessary for successful partner
notification or contact tracing. During post-test counseling 
sessions, counselors can and do review and provide materials on 
partner notification and contact tracing. The information 
includes the importance of notifying one’s partner and/or other 
individuals potentially exposed in the past, ways to notify a 
partner (and others with whom the individual has engaged in 
high risk activity) of their potential exposure, who to contact for

One study found that 72% of HIV-infected patients with less than 200 CD4 T cells 
attending STD clinics in Baltimore, MD either had no insurance or relied on public 
assistance for health care. C.M. Hutchinson et al., CDS Lymphocyte Concentration in 
Patients with Newly Identified HIV Infection Attending STD Clinics, 266 JAMA 235.
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more information. Knowing the name of the testee is not 
necessary for partner notification and contact tracing. As long 
as sufficient information is given to notify past partners, the 
name of the individual providing the information is irrelevant.

Moreover, the demonstrated deterrent effect of name reporting 
means that it will do serious harm to the effort to counsel people 
with HIV about how to protect themselves and those with whom 
they have been intimate, and to efforts to warn contacts. 
Neither counseling nor partner notification is possible if people 
decide not to test.

Argument:

Response:

Name reporting would enable intervention even when people do 
not pick up their test results. Public health officials could track 
down those individuals who tested positive and connect them 
with medical and social services, along with public health 
intervention strategies like partner notification and contact 
tracing. Thus, name reporting enables public health officials to 
intervene where otherwise they could not.

Again, the demonstrated deterrent effect of name reporting 
defeats the purpose. People cannot be contacted at all if they do 
not come in for testing in the first place.

Moreover, anonymous testing poses less of a problem with 
unclaimed test results anyway. Studies indicate that individuals 
who participate in anonymous testing are more likely to return 
to receive their results than those who provide their names. 
Finally, name reporting schemes will allow public health 
officials to track down individuals who do not return for their 
test results only if the individuals provided accurate identifying 
information.

Tracking down those who do not want to learn their test results 
consumes precious resources. Given that anonymous testing 
removes the need for much of it (because more people pick up 
their results), and given that name reporting discourages people 
who need to be tested from doing so at all, the benefits are not 
worth the costs.
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Argument: People with HIV/AIDS do not need to be as concerned as they
used to be about discrimination and social stigma because 
there are now full legal protections against discrimination thanks 
to the Americans with Disabilities Act (ADA) and comparable 
state legislation.

Response: The ACLU worked hard for passage of the ADA and believes
it was a tremendous step forward in protecting the rights of the 
disabled, including those with HIV and AIDS. The ACLU also 
believes that the ADA covers HIV and AIDS discrimination in 
employment, housing, public accommodations and public 
transportation. However, recent court decisions are whittling 
away at the legal protections that the ADA provides for people 
with HIV, with some courts saying the ADA does not protect 
people who are HIV-positive but asymptomatic,^^ and other 
courts saying the ADA does not prohibit discrimination by 
insurers.'^ While the ACLU believes that these court decisions 
are wrong, the decisions nonetheless indicate that there are 
important holes in the legal protections for people with HIV and 

AIDS.
Equally important, people with HIV and AIDS face many forms 
of bias and mistreatment that cannot be addressed by a civil 
rights bill like the ADA, most notably social stigma and 
ostracism by family and friends. For example, one recent study 
of Baltimore health-care providers found that 45% of those 
providers had at least one female patient who expressed fear of 
physical violence resulting from disclosure of her HIV status to 
her partner.'*'* The fears of individuals with HIV are thus based 
on the realities of their lives, and not necessarily on lack of 
knowledge about legal protections.

see, e.g., Runnebaum v. Nationsbank of Maryland, F.3d , 1997 WL 465301 (4th Cir.
Aug. \5,\991)(enbanc)

see, e.g., Parker V. Metropolitan Life Insurance Co.,__F.3d__, (6th Cir. Aug. 1,1997)
(en banc)

K. Rothenberg, et al.. The Risk of Domestic Violence and Women with HIV Infection: 
Implications for Partner Notification. Public Policy, and the Law, Am. J. of Public Health, 
vol. 85, no. 11, 1569, 1570(1995).
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APPENDIX II:
State-by-State List of HIV Name Reporting Systems

+ Twenty seven (27) states currently use names-based reporting systems to 
track all cases of HIV:

Alabama
Arizona
Arkansas

Colorado
Florida
Idaho
Indiana
Louisiana
Michigan

Minnesota 
Mississippi 
Missouri 
Nebraska 
Nevada 
New Jersey 
North Carolina 
North Dakota 
Ohio

Oklahoma 
South Carolina 
South Dakota 
Tennessee 
Utah 
Virginia 
West Virginia 
Wisconsin 
Wyoming

Three (3) states require name reporting only for certain types of HIV cases:

California (reporting of HIV infection of individuals convicted of certain 
sex crimes for the purpose of sentence enhancement in the event 
of future arrests)

Illinois (requires reporting of HIV-infected school-age children in 
keeping with a state statute requiring notification of school 
principals)

Oregon (requires reporting by name of HIV infection of blood/plasma 
donors, sexual offenders, children under age 6, persons under 
21 with special education needs, persons who request public 
sector assistance with partner notification, and individuals with 
tuberculosis)

+ Two (2) states conduct HIV surveillance through unique identifier systems: 
Maryland, Texas

+ The twenty seven (27) states that have instituted HIV surveillance through 
names-based reporting account for twenty four (24) percent of reported 
AIDS cases. {Centers for Disease Control and Prevention, HIV/AIDS Surveillance 
Report, 1997, Vol. 9, No. 1.)
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APPENDIX III:
Studies on Anonymous and Confidential HIV Testing

Irva Hertz-Picciotto et al., HIV Test-Seeking Before and After the Restriction of 
Anonymous Testing in North Carolina, 86 AM. J. PUB. HEALTH 1446 (1996)

+ In September 1991, North Carolina restricted anonymous testing to 18 
of its 100 counties until January 1, 1993, when a court ordered that 
anonymous testing be resumed in every county. Researchers with the 
Dept, of Epidemiology of the University of North Carolina at Chapel 
Hill’s School of Public Health studied state-wide HIV test patterns from 
May 1991 to December 1992 and concluded: “[0]ur data are consistent 
with a detrimental effect of elimination of anonymous testing.” 
Specifically, the study found that HIV testing increased more rapidly in 
counties that maintained anonymous testing, compared to counties that 
did not. Hertz-Picciotto at 1449.

+ “Circumstantial evidence from this study supports a detrimental effect 
of elimination of anonymous testing. A higher proportion of individuals 
declined a test after pretest counseling at sites offering only confidential 
testing, even though an HIV test was the recorded reason for their visit, 
and a lower proportion of persons who were tested confidentially 
received their results.” Hertz-Picciotto at 1448. Rates of decline in 
confidential-only counties were three times higher than counties that 
offered both confidential and anonymous testing.

Geoffrey Reed, et al.. The Impact of Mandatory Name Reporting on HIV Testing 
and Treatment, Poster Presentation for the XI International Conference on AIDS 

(July 1996)

+ Survey of 546 individuals at both confidential and anonymous test sites 
in Los Angeles found that 70.6% of survey participants stated they 
would not seek testing if they knew that the names of individuals with 
positive test results would be reported to a county health agency.

+ 22.6% of survey participants stated that if medical providers were 
required to report the names of patients who are HIV positive, they 
would not seek treatment until they got sick.
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Douglas Hirano et al.. Anonymous HIV Testing: The Impact of Availability on 
Demand in Arizona, 84 AM. J. PUB. HEALTH 2008 (1994).

+ “Among men who have sex with men, availability of an anonymous test 
option fostered a selective increase in test demand that was sustained 
during the entire 20-month study period. The increase appeared to have 
been attributable largely to the policy change: 22% of such men tested 
claimed to have delayed testing until an anonymous option was 
available... [the study suggests] a direct effect of testing policy change 
on increased test demand among these men.” Hirano at 2009.

+ “Among those men who have sex with men, the significantly higher rate 
of HIV infection observed for those who awaited availability of an 
anonymous test option is of particular concern. The previous named 
reporting policy and fear of discrimination could well have discouraged 
such men at elevated risk for HIV infection from seeking testing.” 
Hirano at 2010.

Rose Weitz, Anonymity in Testing for HIV Antibodies: Desired Option, 81 AM.
J. PUB. HEALTH 1212(1991)

+ A study in Arizona by a researcher from the Dept, of Sociology at 
Arizona State University compared the rates of HIV testing before and 
after the availability of anonymous HIV testing. During the first three 
months after anonymous testing became available once again after a two 
year moratorium, “requests for testing from gay and bisexual men 
increased 40.3% in Arizona, compared with 18.6% in New Mexico, 
where laws have always guaranteed anonymous testing.” Weitz at 
1213.

+ “The most common reasons given for not getting tested (mentioned by 
50% of untested persons) was not wanting states to learn if they tested 
positive. In addition, 36% mentioned fear of discrimination if others 
learned they had been tested.” Weitz at 1213.

Susan M. Kegeles et al.. Many People Who Seek Anonymous HIV-Antibody 
Testing Would Avoid It Under Other Circumstances, 4 AIDS 585 (1990).

+ Researchers from the Center for AIDS Prevention Studies and the 
Division of General Internal Medicine at the School of Medicine at the 
University of California, San Francisco, conducted a three year study at 
the second largest HIV testing site in the country and concluded that 
“people are less willing to seek testing when it is offered without 
complete assurances of anonymity.” Kegeles at 587.

+ “40% of the respondents stated that they would have avoided testing if
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it had not been conducted anonymously. Over 60% stated that they 
would not have taken the HIV-antibody test if positive results had to be 
reported to health officials or if contact tracing were conducted. Even 
with anti-discrimination legislation enacted, nearly half the respondents 
would have avoided testing if the results had to be reported.” Kegeles 
at 586.

Susan M. Kegeles et al., Mandatory Reporting of HIV Testing Would Deter Men 
From Being Tested, 261 JAMA 1275 (1989).

+ Using a longitudinal sample of 574 gay men, researchers from the 
University of California School of Medicine, San Francisco, found that 
“mandatory [name] reporting would reduce the number of homosexual 
men willing to be tested [for HIV].” Kegeles at 1276. While 93% of 
the subjects were willing to have an HIV test if the results would not be 
reported to health officials, only 31.3% would be willing to have an HIV 
test if the results were reported to health officials.

E. Fordyce et al., Mandatory Reporting of Human Immunodeficiency Virus 
Testing Would Deter Blacks and Hispanics from Being Tested, 262 JAMA 349 
(1989).

+ “These data suggest that fear of disclosure of human immunodeficiency 
virus test results is not limited to men who have sex with men, and that 
mandatory reporting would deter a sizable proportion of sexually 
transmitted disease clinics’ clients from learning their human immuno­
deficiency virus status and seeking health care when appropriate... 
[T]his deterrent effect among minorities is disquieting given the 
differential impact the acquired immunodeficiency syndrome epidemic 
has had in New York City, where 60% of 18,116 adult patients, 85% of 
2249 women patients, and 90% of 402 pediatric patients reported as of 
January 25,1989 have been black or Hispanic.”

Laura Fehrs et al.. Trial of Anonymous Versus Confidential Human Immunodefi­
ciency Virus Testing, 2 LANCET 391 (1988).

+ Researchers studied the impact of Oregon’s policy change permitting 
anonymous testing. All testing had previously required names, i.e. 
confidential testing. As measured by reports of those tested, the option 
of anonymous testing increased the overall demand for HIV testing by 
50%, 125% among gay/bisexual men, 56% among female sex workers, 
17% among intravenous drug users, and 32% for all others. Twice as 
many seropositive persons were identified as a result of the anonymous 
testing option.
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W.D. Johnson et al., The Impact of Mandatory Reporting on HIV Seropositive 
Persons in South Carolina (1988) (presented at the Fourth International 
Conference on AIDS, Stockholm, Sweden).

+ In South Carolina, following the implementation of MNR in February 
1986, the rate of monthly attendance at test sites by men who have sex 
with men decreased by 51%, with a 43% decline in identifying HIV­
positive individuals. The authors concluded: “The current policy of 
mandatory reporting of HIV-positive persons is associated with a 
decrease in attendance for testing and counseling by individuals most at 
risk for exposure to HIV.”

22 ACLU AIDS Project HIV Surveillance and Name Reporting


